Living with autism : a narrative analysis of older parents' experiences by Hines, Monique Avril
LIVING WITH AUTISM: A NARRATIVE ANALYSIS 
OF OLDER PARENTS' EXPERIENCES 
Monique Avril Hines 
B. App. Sc (Speech Pathology) (Honours Class I) 
A thesis submitted in fulfilment of the requirements for the degree of 
Doctor of Philosophy 
Discipline of Speech Pathology 
Faculty of Health Sciences 
The University of Sydney 
March 2009 
DECLARATION 
I certify that this thesis, entitled Living with autism: A narrative analysis of older 
parents' experiences and submitted for the degree of Doctor of Philosophy, has 
not been submitted for a higher degree to any other university or institution. I 
also certify that this thesis has been written by me and that any help I received 
in preparing the thesis, and all sources used, are acknowledged within the 
thesis. 
23@109 
Monique Avril Hines Date 
ii 
SUPERVISOR'S STATEMENT 
As supervisor of Monique Hines' doctoral work, I certify that I consider her 
thesis Living with autism: A narrative analysis of older parents' experiences to 
be suitable for examination. 
 
Professor Susan Balandin 
Avdeling for helse- og sosialfag 
H0gskolen i Molde 
.::L~. 02.-01. 
Date 
iii 
A! 
·ssaJdxa AIQ!SSod ueo spJOM UB4l aJow sueaw aw U! J9!19Q 5upaAeMun JnOA 
S9U!H 91BG pue J9l9d 
SlU9JBd AW Ol P9lBO!p9p S! S!S94l S!4.l 
NOI.l'V81030 
LIVING WITH AUTISM: 
A NARRATIVE ANALYSIS OF OLDER PARENTS' EXPERIENCES 
TABLE OF CONTENTS 
Page 
Declaration ......................................................................................................... ii 
Supervisor's Statement ...................................................................................... iii 
Dedication .......................................................................................................... iv 
Table of Contents ............................................................................................... v 
List of Tables .................................................................................................... viii 
List of Figures .................................................................................................... ix 
Acknowledgements ............................................................................................ x 
Preface .............................................................................................................. xi 
Conference Presentations ................................................................................. xii 
International conference presentations .......................................................... xii 
National conference presentations ................................................................ xiii 
State conference presentations: The University of Sydney ........................... xiii 
Awards and Grants ........................................................................................... xv 
Sources of Funding .......................................................................................... xvi 
Abstract .......................................................................................................... xviii 
CHAPTER 1 -BACKGROUND TO THE RESEARCH ....................................... 1 
What is Autism? .............................................................................................. 1 
Epidemiology .................................................................................................. 3 
Autism in Adulthood ........................................................................................ 4 
Parents of Adults with Autism: The Available Evidence .................................. 6 
Parents of Children with Autism .................................................................... 15 
The impact of specific symptoms .............................................................. 15 
Children with Autism and Family Life ........................................................ 16 
Older Parents of Adults with Lifelong Disability ............................................. 17 
Caregiving Strains and Rewards ............................................................... 17 
Impact of Behavioural and Psychiatric Problems ...................................... 20 
Older Parents of Adults with Autism: Gaps in the Research ......................... 20 
Conclusion .................................................................................................... 22 
CHAPTER 2- BACKGROUND TO THE METHODOLOGY ............................. 24 
Qualitative Research ..................................................................................... 25 
Defining Qualitative Research ................................................................... 25 
Features of Qualitative Research .............................................................. 26 
Determining Quality in Qualitative Research ............................................. 27 
Narrative Research ....................................................................................... 33 
Why Take an Interest in Narratives? ......................................................... 33 
What is Narrative? ..................................................................................... 35 
Narrative Analysis ..................................................................................... 37 
v 
CHAPTER 3- METHODOLOGY ..................................................................... 41 
Aim of the Study ............................................................................................ 41 
Rationale for a Qualitative, Narrative Analysis Methodology ..................... 41 
Criteria .......................................................................................................... 43 
Recruitment. .................................................................................................. 43 
Meet the Actors: The Participants ................................................................. 44 
Procedure ..................................................................................................... 48 
In-Depth Interviews ................................................................................... 48 
Preparation of Field Notes and Transcripts ............................................... 50 
Follow-Up Interviews ................................................................................. 51 
Narrative Analysis ......................................................................................... 51 
Structural Analysis ..................................................................................... 52 
Thematic and Performative Analysis ......................................................... 56 
Comparing and Contrasting Across Participants ....................................... 59 
Reporting Considerations .............................................................................. 59 
Procedures to Enhance Quality in the Study ................................................. 61 
Systematic Approach to Data Collection and Analysis .............................. 62 
Acknowledging the Role of the Researcher. .............................................. 62 
Verification of Participants' Accounts ........................................................ 64 
The Use of Multiple Researchers .............................................................. 65 
Plausibility in the Reporting of Results ...................................................... 65 
CHAPTER 4- LIVING WITH AUTISM: A BALANCING ACT ........................... 66 
Results and Discussion ................................................................................. 67 
Pulls From the Son or Daughter with Autism ............................................. 69 
Pulls From Individual Parents .................................................................... 89 
Pulls From the Family Unit ...................................................................... 110 
Conclusion .................................................................................................. 116 
CHAPTER 5- BURIED BY AUTISM: OLDER PARENTS' CONCEPTIONS 
OF AUTISM ............................................................................ 119 
Results and Discussion ............................................................................... 123 
The Real Person ..................................................................................... 123 
The Person Under the Autism ................................................................. 127 
Making Sense of Challenging Behaviours ............................................... 133 
Absolving Parental Blame ....................................................................... 142 
Pitfalls of the Model ................................................................................. 152 
Conclusion .................................................................................................. 157 
CHAPTER 6- SERVICE EXPERIENCES: HELP OR HINDRANCE? ........... 160 
Results and Discussion ............................................................................... 161 
Battling the System ................................................................................. 162 
The Conquerors ...................................................................................... 183 
Conclusion .................................................................................................. 200 
CHAPTER 7- STORIES OF COMMUNICATION AND SPEECH 
PATHOLOGY ......................................................................... 203 
Communication Difficulties in Autism .......................................................... 204 
Speech Pathology and Adults With Autism ................................................. 205 
Results and Discussion ............................................................................... 206 
vi 
Narratives of Communication Experiences .............................................. 206 
Narratives of Experiences With Speech Pathology ................................. 216 
CHAPTER 8- ''WE CAN'T LIVE FOREVER": PARENTS' OUTLOOK ON 
THE FUTURE ........................................................................ 238 
Results and Discussion ............................................................................... 239 
The Role of Formal Services in the Future .............................................. 240 
The Role of Siblings in the Future ........................................................... 244 
Community Members in Informal Networks ............................................. 258 
Vulnerability of Informal Networks ........................................................... 259 
Concerns for Impact of Symptoms of Autism on Transition ..................... 261 
Summary of Major Findings ........................................................................ 265 
Implications of this Study ............................................................................ 269 
The Current Generation of Older Parents ................................................ 269 
Future Generations of Older Parents ...................................................... 281 
Study Limitations ......................................................................................... 289 
Directions for Future Research ................................................................... 291 
Conclusion .................................................................................................. 292 
REFERENCES ............................................................................................... 294 
APPENDICES ................................................................................................ 318 
vii 
!!!A 
94::£" ....... ·········fipnlS S!Li.l U! SlUBd!:J!l.JBd JO UO!ld!J::>S90-3 X!puadd'lf :;:: 91QB.i 
;::g········································ S!SfiiBU'If U! pasn SlU9W913 9A!lBJJBN :~ 91QB.i 
a5ed 
S3l8V' .L .:10 .LSil 
X! 
~8 ~ · · · · · ··· · · · · · · · · · · · · · · · · · · · · · · · · · · · · ···· · · · · · · · · · · · · · · · · · · · · · · · · · ·ws11nv AS papns :c amD!:l 
69" .................................................................... "P'v' DU!OUEIE8 'v' : ~ amD!:l 
aBed 
S3l::ln81:l :lO .LSil 
ACKNOWLEDGEMENTS 
I wish to extend my heartfelt thanks and gratitude to my primary 
supervisor, Professor Susan Balandin. Her expertise and passion for research 
in lifelong disability was simply infectious. Without her support and confidence in 
me this work would not have been possible. Thanks also to my associate 
supervisor, Associate Professor Leanne Togher, whose insightful comments 
and thoughtful input on my drafts kept me motivated and strengthened this 
work. 
I also wish to send my deep gratitude to my colleagues from the 
Communication and Lifelong Disability Research Network at the University of 
Sydney. The experience of postgraduate study was never a lonely journey since 
I had such a fantastic source of practical and emotional support from my peers. 
Special thanks also goes to my sister Sienna Hines who provided her creativity 
in editing the figure on page 131, and Dr Bronwyn Hemsley, whose assistance 
with proofreading was much appreciated. 
I wish to send my profound appreciation to the older parents who gave of 
their time and energy to participate in this study. It was a humbling experience 
to hear their stories firsthand, both their joys and their disappointments. 
Finally, to my own family: parents Peter and Dale, sisters Sienna and 
Jasmine, and brother-in-law Ben. Talking with people about their families made 
me reflect on my own family and how blessed I am to have such a supportive 
group of people around me. Thankyou. 
X 
PREFACE 
This thesis is arranged in eight chapters. Chapter One is a literature 
review and provides an introduction to the issues faced by older parents of 
adults with autism. Chapter Two covers the background to the methodology, 
including a rationale for the selection of a qualitative, narrative method used in 
this study. A discussion of methodology continues in Chapter Three, which 
details the specific methods used in this study. 
Chapters Four through Eight detail the results of the present study. 
Chapter Four describes the experiences of the older parents in the present 
study in balancing the needs of their son or daughter with autism with their own 
needs and those of their family. Chapter Five specifically focuses on older 
parents' perceptions of autism and their son or daughter with autism. Chapter 
Six details the parents' descriptions of their experiences with service providers, 
and Chapter Seven extends these findings by focusing on parents' 
communication experiences and their experiences with speech pathology 
services. Chapter Eight, the final chapter, explores older parents' plans for the 
future care of their son or daughter with autism and includes a discussion of the 
implications of the study for policy development and service provision. Chapter 
Eight concludes with a consideration of the limitations of the study and 
directions for future research. 
The research described in this thesis was approved by the University of 
Sydney Human Ethics Committee (ethics clearance number 02-2006/8566) and 
the ethics committee of the organisation that assisted with recruitment, originally 
under an alternative title "Ageing with autism: Impact on families". 
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ABSTRACT 
This study offers a rich description and interpretation of the lived 
experiences of 16 older parents of adults with autism and gives insight into what 
it is like to have an adult son or daughter with autism. In-depth interviews were 
conducted with 16 older parents of 13 adults with autism. A qualitative, narrative 
methodology was used to analyse interview transcripts and identify the stories 
that older parents told about their experiences and their perceptions of the 
future. Themes and phenomena described by participants were compared and 
contrasted across the group. This facilitated an interpretation of the meaning of 
the interviews and provided insight into what it is like to be an older parent of 
someone with autism. 
Results indicated that having an adult son or daughter with autism has 
had an enduring influence on the lives of these parents, even when they no 
longer live with son or daughter with autism. Older parents' narratives reflected 
the notion that much of their experience was a delicate balancing act as they 
attempted to balance the stability of their sons or daughters with autism with a 
degree of stability and fulfilment in their own lives. Parents' conceptions of 
autism appeared to constitute an important coping strategy that supported them 
in maintaining positive perceptions of their son or daughter with autism as they 
continued in their caregiving roles. However, parents' narratives did not 
generally reflect their belief that formal support services adequately 
strengthened and supported their ability to provide care or successfully 
negotiate their own balancing act. 
These findings represent an advancement in our understanding of older 
parental caregiving in autism. This interpretation offers directions for policy 
xviii 
development, service provision, clinical practice, and future research. 
Specifically, service provision and policy development need to reflect a lifespan 
approach, with appropriate funding and services available to tailor supports to 
meet the changing needs, not only of individuals with autism but also their 
families as they age. 
xix 
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CHAPTER 1 
BACKGROUND TO THE RESEARCH 
What is Autism? 
Since Kanner's first descriptions of autism in 1943, understanding of 
autism has changed. Autism is now described as a complex 
neurodevelopmental disorder (Steyaert & De La Marche, 2008) and one of a 
range of related conditions, known collectively as pervasive developmental 
disorders (PODs). Current classification systems (American Psychiatric 
Association, 2000; World Health Organization, 1992) define autism in terms of 
deficits in three broad areas. These are (i) communication; (ii) reciprocal social 
interaction; and (iii) restricted, repetitive, and stereotyped patterns of behaviour, 
interests, and activities. Collectively, these deficits are referred to as the triad of 
impairments or core deficits of autism (American Psychiatric Association, 2000). 
Aside from the triad of impairments, autism is also associated with other 
diagnoses. For instance, autism is frequently associated with intellectual 
disability (American Psychiatric Association, 1994). Approximately 30% of 
people with autism present with mild-moderate intellectual disability, and an 
additional 40% present with severe-profound intellectual disability (Fombonne, 
2003). Autism is also often associated with epilepsy, particularly in adolescence 
(American Psychiatric Association, 1994; Danielsson, Gillberg, Billstedt, 
Gillberg, & Olsson, 2005; Fombonne, 2003). 
Although all individuals with autistic disorder display deficits in the three 
core areas, there is considerable individual variation in terms of the degree of 
impairment exhibited within any particular domain (Rutter, 2005). Thus, in 
recognition of the continuum of ability present in autism, the term autism 
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spectrum disorders (ASDs) is now used increasingly (Steyaert & De La Marche, 
2008). However, the term ASD is used in different ways by different authors and 
in different contexts. For instance, some authors use the term ASD 
synonymously with PDD (e.g., Neisworth & Wolfe, 2005); others use the term to 
refer specifically to individuals with autistic disorder, Asperger's syndrome, or 
PDD-NOS (e.g., Williams et al., 2005). In this thesis, I will use the latter 
definition of autism spectrum disorders, with the terms autism and autism 
spectrum disorder used interchangeably. 
Yet, it should also be noted that the use of the term "disorder'' is drawn 
from medical, deficit-based constructions of autism which locates the "problem" 
of disability within the individual (Lawson, 2001 ). Within the disability field, many 
individuals, including some with a disability themselves, challenge the use of the 
medical model, drawing attention to the limitations of such definitions. For 
instance, it is argued that disability is a product of the social environment more 
than specific attributes of the individual (Oliver, 2004). Thus, adherence to 
deficit-based definitions may fail to recognise the abilities displayed by 
individuals with disabilities, including autism, when provided the supports and 
adaptations they require within their social environments (Lawson, 2001 ). 
Indeed, Wendy Lawson (2001), a woman who identifies herself as having 
Asperger's Syndrome, argued that deficit-based definitions frame autism in 
terms of limitations from the perspective of neurotypicality, rather than a 
difference in ability. She called for acceptance, accommodation, and celebration 
of individual difference, rather than pathologising all such difference. Thus, 
although in this thesis I will use the terms autism and autism spectrum disorder, 
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I recognise that the nature of disability in autism inevitably reflects societal 
attitudes to disability. 
Epidemiology 
The broadening of the definition of autism to include a spectrum of 
similar disorders is believed to have made a substantial impact on current 
prevalence rates (Fombonne, 2003). Indeed, autism is no longer considered a 
rare disorder. A review of 32 studies suggested that globally, a conservative 
estimate of the rate of prevalence for all PODs is approximately 30/10,000, 
however more recent surveys may place this rate at as high as 60/10,000 
(Fombonne, 2003). Similarly, a recent Australian estimate placed prevalence 
rates for individuals with Autistic Disorder or Asperger's Syndrome at 62.5 per 
1 0,000 for 6-12 year old children, or approximately 1:160 (Wray & Williams, 
2007). 
Despite apparent increases in the number of people identified with 
autism (Williams et al., 2006) and reported increases in demand for services for 
people with autism (Roberts, 2002), the available epidemiological evidence 
does not indicate an increase in the incidence of autism (Fombonne, 2003). 
Rather, it has been argued that increased demand for specialist services and 
increasing numbers of individuals diagnosed with autism may reflect other 
factors, including changes in the diagnostic definitions of autism to include a 
broader spectrum of disability, an emphasis on early identification resulting in 
more children being identified with autism, and an increase in public awareness 
(Fombonne, 2003; lcasiano, Hewson, Machet, Cooper, & Marshall, 2004; 
Steyaert & De La Marche, 2008). The current prevalence rates indicate that 
many families are facing the challenge of supporting an individual with autism 
3 
over a number of decades since autism is a lifelong disability (American 
Psychiatric Association, 2000). 
Autism in Adulthood 
Within a family, the nature of autism may demand major adjustments in 
individuals' lifestyles to accommodate a family member with this diagnosis 
(Seltzer, Shattuck, Abbeduto, & Greenberg, 2004). The majority of adults with 
autism (a) live at home with their family or in residential accommodation 
(Ballaban-Gil, Rapin, Tuchman, & Shinnar, 1996; Howlin, Goode, Hutton, & 
Rutter, 2004; Howlin, Mawhood, & Rutter, 2000); (b) are unemployed or 
employed in supported employment arrangements or in unskilled positions 
(Ballaban-Gil et al., 1996; Howlin et al., 2004; Howlin et al., 2000; Seltzer et al., 
2004); (c) have persistent difficulties with communication, social interaction, and 
restricted and repetitive behaviours and interests (Ballaban-Gil et al., 1996; 
Howl in et al., 2004; Howlin et al., 2000; Mawhood, Howlin, & Rutter, 2000; 
Seltzer et al., 2003; Seltzer et al., 2004); (d) have few, if any, friends (Howlin et 
al., 2004; Howlin et al., 2000; Orsmond, Krauss, & Seltzer, 2004; Seltzer et al., 
2004); and (e) require ongoing support in activities of daily living (Howlin et al., 
2004; Howlin et al., 2000). Additionally, when compared with their nondisabled 
peers, adults with autism experience increased rates of mental health and 
medical problems including depression, anxiety, challenging behaviours, and 
epilepsy (Ballaban-Gil et al., 1996; Billstedt & Gillberg, 2005; Brereton & Tonge, 
2002; Seltzer et al., 2004). As a result, long-term prognoses for the majority of 
adults with autism appear discouraging. 
These poor outcomes for adults with autism are likely to have major long 
term implications for parents of adults with autism (Seltzer, Krauss, Orsmond, & 
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Vestal, 2001). Indeed, according to family systems theory, members within a 
family are interrelated. Being "greater than the sum of its parts" (Broderick, 
1993, p.38), the family is understood to not just comprise of a collection of 
individuals with their own unique characteristics, but is also considered a 
complex and dynamic system in its own right, with its own features and needs 
(Knox, Parmenter, Atkinson, & Yazbeck, 2000). Thus, within this approach, 
focus is particularly paid to the nature of the interactions and transactions within 
the family unit. According to this model, what happens to one member of a 
family impacts on each and every other family member. In the families of 
individuals with lifelong disabilities, such effects will inevitably reflect the specific 
nature and symptoms of the disability (Turnbull & Turnbull, 1990). Yet, the 
experience of disability within the family is not a homogenous one. Instead, 
Turnbull and Turnbull (1990) argued that a range of factors, aside from the 
nature of a family member's disability, may influence on how a family functions. 
They suggested that input factors, or family characteristics, change over time 
and are shaped by a family's cohesion and flexibility, and therefore result in 
different family outputs, or patterns of functioning. 
Yet, despite this rather pessimistic view of having a family member with 
autism, little is known about the experiences of older parents of adults with 
autism. As they age these older parents may become unable to continue 
providing care to their adult sons or daughters with a disability and must face 
the need to prepare for future care (Australian Institute of Health and Welfare, 
2003). Understanding the issues and challenges faced by this group of older 
parents, as well as the processes that support the cohesion and flexibility of the 
family unit (Turnbull & Turnbull, 1990) may help inform the development of 
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appropriate and effective services that will not only be appropriate for the 
person with autism but also assist in supporting older parents in their caregiving 
roles. In addition, such information may reduce the need for crisis intervention, 
which is both expensive and unlikely to meet individual needs. 
Therefore, the aim of this chapter is to draw attention to the need for a 
research focus on older parents of adults with autism in order to adequately 
address the needs of this unique group of older carers. Accordingly, current 
knowledge on parents of adults with autism, the parents of children with autism, 
and the older parents of adults with lifelong disabilities will be considered. 
Issues relevant to each of these three groups of parents have implications for 
the older parents of adults with autism. In this thesis, the term older people will 
be used to refer to those aged 60 years and over, in line with currently accepted 
definitions including that of Australia (Australian Bureau of Statistics, 2003). 
Parents of Adults with Autism: The Available Evidence 
In recent years, some researchers have investigated the impact of 
having an adult son or daughter with autism on parents. In 2001, Seltzer, 
Krauss, Orsmond, and Vestal emphasised the critical need to investigate the 
impact on parents of having an adult son or daughter with autism. Preliminary 
data from a longitudinal study of 13 families of adults with autism and 
intellectual disability illustrated the complex interplay between individual 
characteristics of adults with autism, access to formal services, employment, 
social networks, residential status, family relationships, and independence. To 
highlight the challenges faced by these parents, the characteristics of the 13 
adults with autism and their families were compared with those of 120 adults 
with Down syndrome and their families. 
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Overall, the adults with autism in Seltzer et al.'s (Seltzer et al., 2001) 
study had fewer functional skills, more behaviour problems, and were less 
involved in social activities than the adults with Down syndrome. Adults with 
autism were also more likely to live with their parents. The authors suggested 
that this may reflect the difficulty in locating appropriate residential placements. 
There were also differences in the relationships between the mothers of adults 
with autism and those of adults with Down syndrome. Both groups of mothers 
had similar levels of social and psychological wellbeing; yet, mothers of adults 
with autism were more pessimistic about their son's or daughter's future and 
were less likely to describe close relationships with their son or daughter. The 
size of the two groups differed markedly, limiting the findings. Nevertheless, the 
results of the study illustrated the unique pressures faced by parents of adults 
with autism. The study also excluded individuals with an autism spectrum 
disorder who did not have an intellectual disability as participants. Thus, the 
results did not reveal the nature of the full range of challenges faced by parents 
of adults with Asperger's Syndrome. This group is deserving of similar attention 
since adults with previously undiagnosed Asperger's Syndrome and without 
intellectual disability may come to the attention of services as they grow older 
(James, Mukaetova-Ladinska, Reichelt, Briel, & Scully, 2006). 
Greenberg, Seltzer, Krauss, Chou, and Hong (2004) extended the study 
by Seltzer et al. (2001) by exploring the relationship between maternal 
wellbeing and the quality of relationships between mothers and their adult sons 
and daughters with a disability. One hundred and two mothers of adults with 
autism, 126 mothers of adults with Down syndrome, and 292 mothers of adults 
with schizophrenia completed standardised, self-administered surveys designed 
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to reveal the role of maternal optimism on mediating the effect of the quality of 
the mother-offspring relationship on maternal wellbeing. 
Despite differences in the types of disability, mothers of adults with 
autism, Down syndrome, and schizophrenia did not differ in levels of optimism, 
depression, psychological wellbeing, or physical health. The only difference 
between the three groups related to the quality of the mother-offspring 
relationship. Specifically, mothers of adults with Down syndrome reported 
significantly better relationships with their adult sons or daughters than mothers 
of adults with autism or schizophrenia. High levels of psychological wellbeing 
were demonstrated by all three groups of mothers. The authors suggested that 
this provided evidence of the resilience developed by mothers caring for adult 
sons or daughters with a disability, despite the challenges of ongoing care. 
For mothers of adults with autism, higher levels of psychological 
wellbeing were associated with a positive relationship quality with their adult son 
or daughter. Additionally, results indicated that this effect was strongly mediated 
by optimism. The authors suggested that better relationships with adult sons 
and daughters resulted in stronger maternal feelings of optimism, which in turn, 
had a positive impact on mothers' wellbeing. Further, Greenberg et al. (2004) 
suggested that the results drew attention to the potentially positive role of adults 
with disabilities, including autism, within the family, since a good relationship 
between an adult with autism and his or her mother may contribute to better 
psychological outcomes for mothers. However, factors which contributed to 
these positive relationships between parents and their adult sons and daughters 
with autism were as yet unknown. These factors were explored later by 
Orsmond, Seltzer, Greenberg, and Krauss (2006). 
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Orsmond et al. (2006) studied associations between the quality of 
mother-offspring relationships and the characteristics of mothers and their adult 
or adolescent sons or daughters with autism. The mothers of 202 adults and 
adolescents with ASD were interviewed and completed self administered 
questionnaires. Participants provided independent and self reported measures 
of mother-offspring relationship quality, caregiving gains and strains, and a 
description of the characteristics of the mothers and their son or daughter with 
autism. Results indicated that, although most mothers enjoyed positive 
relationships with their son or daughters with autism, with 90% reporting high 
levels of affection, there was a wide range of variability in relationship quality. 
Mothers were less likely to perceive affection being reciprocated; only 63% 
reported receiving high levels of affection from their son or daughter. Further 
disparities in the mother-offspring relationship were revealed by the mothers' 
perceptions of respect, fairness, understanding, and trust. More positive 
relationships were experienced when the son or daughter with autism presented 
with less severe behaviour problems and better health and when the mother 
was less pessimistic about the future and had higher levels of self esteem. 
Hare, Pratt, Burton, Bromley, and Emerson (2004) examined the health 
and social care needs of parents of 26 adults with autism. Structured interviews 
were used to explore parents' sources of support, unmet needs (e.g., respite, 
transport, and finances), awareness and use of support services, and 
psychological wellbeing. The majority of parents reported evidence of long-
standing mental health issues. Further, formal support services were the chief 
means of support for these parents. Most parents received little support from 
other sources, including family members, particularly as their own parents 
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became increasingly unavailable due to their own ageing process. Parents 
described restrictions in their lives caused by making adjustments to suit the 
unique needs of their son or daughter with autism. Many parents commented 
that such accommodations placed a strain on their relationship with their 
partner. Parents also reported that having an adult son or daughter with autism 
affected their other children, who received less time and attention than their 
sibling with autism. The majority of parents were worried about the future care 
of their adult son or daughter with autism, a concern which is shared by other 
parents of adults with disabilities, including intellectual disability (Bigby, 2004). 
Participants in the study by Hare et al. (2004) articulated diverse 
attitudes towards caring for their adult son or daughter with autism. Unlike the 
mothers in the study by Orsmond et al. (2006), a quarter of the parents stated 
that living with a person with autism had no positive impact but noted their duty 
to provide care. Conversely, others reported developing qualities such as 
empathy and described the shared love for their son or daughter with autism. 
One limitation of Hare et al.'s (2004) study, along with other studies of 
adults with autism, is that the age of the adults with autism varied widely (20-40 
years), and presumably also for their parents whose ages were not provided. 
Thus, it is not known whether or how the issues faced by parents of offspring 
with autism changed as they and their son or daughter with autism aged. 
Indeed, parents of adults with lifelong disabilities are not a homogenous group 
but face different circumstances and challenges as they enter different stages of 
the individual and family life course (Nolan, Grant, & Keady, 1996). This lack of 
attention to the changes that occur over time within these families may result in 
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difficulty both in recognising key transition points over the family's life course 
and implementing service plans to meet the needs of all stakeholders. 
Although the study by Hare et al. (2004) included families of adults with 
autism who lived both within and away from the family home, the impact of 
residential status on parents was not explored. This issue was addressed by 
Krauss, Seltzer, and Jacobson (2005), who recruited mothers from 133 families 
of adults with autism to complete questionnaires exploring the positive and 
negative aspects of their adult son's or daughter's current living arrangements. 
High levels of contact were maintained with family members, regardless of 
where the person with autism lived. Mothers in the study described a complex 
web of "push/pull" (p. 122) factors, both when adults with autism lived with their 
parents and when they lived elsewhere. When the person with autism lived with 
parents, mothers reported benefits, including some identified by Hare et al. 
(2004), such as shared love and peace of mind. Yet, such benefits were offset 
by negative factors, including increased stress and restrictions on the parents' 
lives. Likewise, when the person with autism lived apart from the parents, 
positive aspects of the arrangement included greater independence for the 
person with autism and more freedom for the mother. However, advantages 
were counterbalanced by negative feelings experienced by the mother, 
including guilt and worry. Thus, the impact of having an adult son or daughter 
with autism may be noteworthy even for parents who no longer live with their 
son or daughter with autism and may mirror results for the families of people 
with intellectual disabilities (Baker & Blacher, 2002). Krauss et al. (2005) 
concluded that future researchers should focus "on the complexity, rather than 
the summative judgements, of families' experiences" (p. 122). 
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Gray (2002; 2006) conducted a qualitative study into the experiences of 
Australian parents of adolescents and young adults with autism. Initially, 35 
parents of sons and daughters with autism aged 4 to 19 years were interviewed 
about their experiences of raising a child with autism. Twenty-eight of these 
parents were re-interviewed 8 to 10 years later and their experiences over this 
time were compared. Most parents believed that their overall situation had 
improved, reporting better family relationships and lower distress levels. Over 
time, parents were more likely to report using emotion-focused coping 
strategies (e.g., religion, focusing on positive qualities of son or daughter) rather 
than problem-focused strategies (e.g., use of therapy services). A decrease in 
the total number of coping strategies reported by parents occurred over time. 
Gray (2006) suggested that either this is evidence that parents adapted to their 
son's or daughter's disability or that the challenges faced by parents reduced as 
symptoms of autism decreased with the transition into adulthood. 
Despite this, as their sons or daughters matured, parents expressed 
more concerns about the future as they accepted that their sons and daughters 
were unlikely to live independently (Gray, 2006). Some parents worried about 
their son's or daughter's challenging behaviours, as with age, the son or 
daughter with autism became physically stronger and more difficult to manage. 
Indeed, families of adults with challenging behaviours are more likely to pursue 
alternative residential settings for their sons or daughters than families of adults 
with lifelong disabilities without challenging behaviours (Mcintyre, Blacher, & 
Baker, 2002). Without appropriate behaviour support, adult sons and daughters 
with challenging behaviours are unlikely to transition to other family caregiving 
settings upon the death or incapacity of their parents. Crisis intervention, while 
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offering some response, is potentially acutely traumatic for these individuals. 
Therefore, staff in accommodation services require additional training in 
communication strategies to interact effectively with clients who display 
challenging behaviours (Smidt, Balandin, Sigafoos, & Reed, 2007). Moreover, 
sudden transitions from parental care are stressful for the individual's family, 
who typically manage the transition process, sometimes without the support of 
formal services (Bigby, 2000). 
Gray (2006) reported that, in addition to concerns about the future of 
their son or daughter with autism, parents described similar deleterious effects 
of raising an adult or adolescent with autism as Hare et al. (2004) had reported 
previously. Gray (2006) found that over half of the parents reported high levels 
of anxiety or depression and approximately one third reported that they were 
receiving psychotherapy or taking medication at the time of interview. Although 
other reports have revealed the symptoms of autism tend to reduce over time 
(Ballaban-Gil et al., 1996; Seltzer et al., 2003; Seltzer et al., 2004), these results 
indicate that the long-standing challenges and demands of caregiving impact 
negatively on parents' wellbeing even when their care situation improves. 
Additional investigations are required to clarify these apparent contradictions. 
Like parents of adults with other lifelong disabilities (Parish, Seltzer, 
Greenberg, & Floyd, 2004), the parents of adult sons and daughters with autism 
noted the financial impacts of their caregiving responsibilities. For instance, 
parents reported negative effects on career opportunities, including an inability 
to work and limits on the employment they could pursue. For older parents, the 
impact of ongoing financial constraints may have a profound effect, given the 
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importance of financial security in the realisation of healthy, active ageing 
(Australian Institute of Health and Welfare, 2003). 
The body of research reviewed here provides a foundation for 
understanding the impact on parents of having an adult son or daughter with 
autism and highlights some pertinent issues. However, to date the research 
does not illuminate how the specific needs and circumstances of parents of 
adults with autism change as they age. In addition, despite recognition that 
adult offspring with disability are at risk for crisis intervention when their parents 
are no longer able to provide care (Aiborz, 2003; Bigby, 2004), little attention 
has been paid to the needs of older parents of adults with autism. Researchers 
have focused on two related groups of parents, namely, parents of children with 
autism (Benson, 2006; Bromley, Hare, Davison, & Emerson, 2004; Sivberg, 
2002) and older parents of adults with lifelong disability (Bigby, 2004; Heller, 
Miller, & Factor, 1997; Nolan et al., 1996). These researchers concluded that 
the issues confronting parents caring for children with a lifelong disability, 
including factors related to specific symptoms and the subsequent impact on 
family life, are often relevant to parents of adults with a lifelong disability. 
Consequently, these studies may shed light on the nature of the challenges 
faced by older parents who care for an adult son or daughter with autism. In 
other words, it seems likely that there are challenges that will continue to impact 
on the health and well being of all concerned for many years and across the 
lifespan. 
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Parents of Children with Autism 
The impact of specific symptoms 
Research focusing on parents of children with autism has revealed some 
of the challenges specifically related to the demands that a diagnosis of autism 
places on the parents and the entire family system. These include challenging 
behaviours, which are frequently displayed by children with autism (Lecavalier, 
Leone, & Wiltz, 2006) and may result in less close relationships between a child 
with autism and parents (Greenberg, Seltzer, & Greenley, 1993; Orsmond et al., 
2006). Challenging behaviours can lead to a family's social isolation (Fox, 
Vaughn, Wyatte, & Dunlap, 2002) and limit parents' ability to engage in 
meaningful family experiences (DeGrace, 2004). Managing the challenging 
behaviours of adults, along with social isolation and fears for the future, may 
have a profound impact on older parents of adults with autism as they age. 
Parents of children with autism are at greater risk for psychological 
difficulties, including anxiety, depression, and stress (Benson, 2006; Bromley et 
al., 2004; Magana & Smith, 2006; Sharpley, Bitsika, & Efremidis, 1997). These 
parents report higher levels of family strain (Sivberg, 2002). Stress levels are 
higher in parents of children with autism than in parents of children with other 
lifelong disabilities (Holroyd & McArthur, 1976). This suggests that the negative 
psychological outcomes experienced by parents of children with autism are not 
due solely to having a child with a lifelong disability but may be connected 
specifically to the symptoms of autism. Such symptoms may reduce in severity 
but often continue into adulthood (Ballaban-Gil et al., 1996; Seltzer et al., 2003; 
Seltzer et al., 2004). Parents of adults with autism may experience increased 
stress and restrictions on their lives (Krauss et al., 2005) and increased rates of 
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mental health issues (Hare et al., 2004), which may be, in part, due to the 
symptoms of autism displayed by their son or daughter with autism. 
In addition, it is suggested that some relatives of people with autism also 
experience communicative, social, or behavioural difficulties related to autism 
(Bailey, Palferman, Heavey, & LeCouteur, 1998). Such difficulties appear to 
exacerbate maternal stress (Duarte, Bordin, Yazigi, & Mooney, 2005). 
Consequently, not only may adult siblings not be able to provide support (Dew, 
Llewellyn, & Balandin 2004), but older parents of adults with autism may not 
have the family supports that typically enable older people to remain active and 
independent in their community (McFee & Bray, 1995). 
Children with Autism and Family Life 
Parents of children with autism have indicated that family life revolves 
around the needs of the child with autism (DeGrace, 2004). Many parents 
develop structured routines to foster their child's involvement in daily activities 
(DeGrace, 2004; Larson, 2006). However, such routines are not without cost. 
Maintaining routines demands substantial sacrifice on the part of parents, who 
report modifying or even forgoing activities, including holidays and celebrations, 
in order to avoid their child's behavioural reaction (DeGrace, 2004; Larson, 
2006). For older parents of adults with autism, such restrictions to their 
everyday life may impede their ability to become actively involved in community 
life, which is an important feature of successful ageing (Australian Institute of 
Health and Welfare, 2003). 
Despite such caregiving burdens, recent investigations have focused on 
the resilience of families of children with autism and the qualities that enable 
such families to adapt to challenging circumstances. King et al. (2006) found 
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that examination of and subsequent efforts to change values and beliefs 
assisted the families of children with autism to make sense of their child and 
themselves as parents. Despite some negative experiences related to having a 
child with a disability, parents described personal growth and the positive 
involvement of their child in their own environment. However, it is unknown 
whether older parents sustain such a positive view of their child with autism and 
what factors contribute to a parent's ability to successfully adapt to challenges 
across the life course. It is possible that an adult son's or daughter's disability 
has a profound effect on the experiences of their older parents. Yet, to date, 
research with the parents of children with different types of disability has 
overlooked the changes that families experience over time and, in particular, the 
impact of the parents' own ageing. 
Older Parents of Adults with Lifelong Disability 
Caregiving Strains and Rewards 
Historically, studies of family caregiving have become synonymous with 
studies of the stress experience for family caregivers. Such studies have 
frequently attempted to identify the nature of the difficulties confronted by 
caregivers, often utilising Lazarus and Folkman's (1984) transactional model of 
stress and coping. This model emphasises the importance of an individual's 
appraisals of stressful situations as well as the personal coping resources an 
individual may draw upon. According to this model, if an individual does not 
evaluate a situation as a potential threat, or if they judge that their own coping 
resources are sufficient to deal with a potentially threatening situation, then they 
are unlikely to experience stress. On the other hand, stress results when an 
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individual perceives a mismatch between the nature of a demand and their 
ability to draw on personal or other resources to deal with that demand. 
Within the field of intellectual and/or physical disability, several issues 
have been identified that affect older parents' abilities to care for a son or 
daughter with a disability. To date, this research has not extended to older 
parents of adults with autism. For example, older parents of adults with 
intellectual disability may experience declining caregiving resources. Access to 
informal support may be lost as their own parents, spouse, and friends age or 
die (Bigby, 2004). Stamina and physical capabilities also decline with age, 
making it more difficult to provide practical assistance (Australian Institute of 
Health and Welfare, 2000; Bigby, 2004). Older parents may also gain additional 
caregiving duties if their spouse becomes ill or with the birth of grandchildren 
(Bigby, 2004). 
However, the influence of this deficit model of family caregiving has, in 
more recent times, been criticised as it pathologises family caregiving (Grant & 
Ramcharan, 2001 ). Despite the difficulties faced by many family caregivers, 
studies have found that family members who care for an individual with a 
lifelong disability often report both stresses and rewards in their role (Grant, 
Ramcharan, McGrath, Nolan, & Keady, 1998; Hare et al., 2004). Increasingly, 
researchers are focusing on how caregivers cope with the challenges they face, 
borne out of an attempt to account for the way that many caregivers appear 
resilient and thrive in the face of hardship (Bigby, 2004; Grant, Ramcharan, & 
Flynn, 2007). Other researchers have suggested that parents may 
simultaneously experience both depletion in caregiving resources and 
adaptation to the challenges of caregiving (Aiborz, 2003). 
18 
Researchers have attempted to delineate the contributions that 
individuals with disabilities make to their families and the rewards and 
gratifications experienced by family caregivers in order to develop a more 
balanced picture of the nature of family life. Nolan et al. (1996) suggested that 
the rewards and gratifications of caregiving can be understood by considering 
the source of the reward, whether primarily benefiting the individual with a 
disability, the caregiver, or generating shared benefits. Additionally, rewards 
may be categorised according to the source of the reward; thus they may 
emanate from intrapersonal dispositions, interpersonal factors, or outcomes. 
Frequently, researchers have identified shared rewards as arising from the 
nature of the reciprocal relationship between individuals with a disability and the 
parents who care for them, including shared love and affection (Grant et al., 
1998; Heller et al., 1997). It has been argued that knowledge of parents' 
perceptions of rewards and gratifications in their role may sensitise 
professionals to working with families in ways that reinforce their value and 
status (Grant et al., 1998). 
Although many people with autism also have an intellectual disability 
(Fombonne, 2003), it is unknown if older parents of adults with autism 
experience similar strains and stresses and rewards and gratifications in their 
caregiving role (Seltzer et al., 2004) as older parents of adults with intellectual 
disability. For instance, the core deficits of autism in communication and social 
interaction (American Psychiatric Association, 2000) may affect the reciprocal 
nature of parent-offspring relationships and the relationship closeness 
experienced by parents and their son or daughter with autism in later life 
(Greenberg et al., 2004; Hare et al., 2004). 
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Additionally, prosocial behaviour (behaviours that show concern for 
others, empathy, helping, altruism) is impaired in children with autism (Travis, 
Sigman, & Ruskin, 2001 ). Yet, there is a positive association between child 
prosocial behaviour and parental wellbeing (Felce, Jones, & Lowe, 2002). If 
such difficulties persist into adulthood, older parents may not be able to rely on 
their adult offspring with autism for practical and emotional support in the same 
way that other older parent carers can rely on adult offspring (Heller et al., 
1997). Such behavioural deficits may, in effect, erode the potential benefits of 
reciprocal caregiving described by older parents of people with intellectual 
disabilities, particularly as parents age and rely increasingly on emotional 
support from their son or daughter (Bigby, 2004). 
Impact of Behavioural and Psychiatric Problems 
A dual diagnosis of intellectual disability and behavioural or psychiatric 
problems constitutes an additional burden for parent caregivers (Greenberg et 
al., 1993; Maes, Broekman, Dosen, & Nauts, 2003). Given the high rate of 
challenging behaviours displayed by people with autism (Ballaban-Gil et al., 
1996; Seltzer et al., 2004) and the similarities between the effects of autism and 
mental illness on the family (Greenberg et al., 2004), it is possible that older 
parents of adults with autism experience more challenging situations than those 
of adults with other lifelong disabilities (e.g., intellectual disability, cerebral 
palsy) and have less support to manage in the community as they themselves 
age (McFee & Bray, 1995). 
Older Parents of Adults with Autism: Gaps in the Research 
Research into the issues confronting parents of children with autism 
(e.g., DeGrace, 2004; Fox et al., 2002; King et al., 2006; Larson, 2006; 
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Sharpley et al., 1997) and older parents of adults with lifelong disability (e.g., 
Bigby, 2004; Grant et al., 1998; Heller et al., 1997; Nolan et al., 1996) has 
highlighted unmet gaps in service provision. In addition, the importance of 
effective parent-professional partnerships and family-centred practice have 
been recognised (Bigby, 2004; King et al., 2006; Larson, 2006). Yet, despite the 
need for major adjustments in family members' lifestyles to accommodate a 
family member with autism (Seltzer et al., 2004), there have been few 
investigations into the experiences of older parents of adults with autism. 
The issue is compounded when we consider the ageing populations of 
many Western countries (Australian Institute of Health and Welfare, 2004) that 
include adults with autism and their parents. These ageing carers worry about 
their own health and their ability to continue providing care for their sons and 
daughters with a disability (Australian Institute of Health and Welfare, 2003). 
Further, it can be argued that the increased rates of identification of autism 
spectrum disorders will be reflected in similar increases in demand for services 
for people with autism and their families (Roberts, 2002). Presently, the aged 
care and disability sectors are having difficulty adequately meeting the needs of 
ageing people with lifelong disabilities (Bigby, 2002), let alone providing 
services specifically designed for adults with autism. 
Bloomberg and Johnson ( 1990) speculated that many older people with 
autism were reclassified as having psychoses and moved into institutional 
residential care. Yet, 19 years later, despite this conjecture, there is a dearth of 
information on how mental health issues may compound the symptoms of 
autism as a person ages and what the implications may be for accommodation 
services. Gray (2002; 2006) suggested that parents' use of treatment services 
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decreased substantially as their son or daughter with autism became an adult 
due to an absence of appropriate services. Access to therapy and support 
services constitutes a key source of coping support for parents of children with 
autism (Gray, 2002, 2006). If services are not available for adults, older parents 
are denied a crucial avenue of support. This may account for increased burden 
experienced by these parents (Maes et al., 2003). If a parent, through frailty or 
death, is no longer able to provide support, services will be forced into crisis 
intervention, which is expensive and unlikely to meet individual needs. Any 
increase in demand for services for adults with autism is likely to tax the already 
strained aged care and disability sectors. Therefore, it is critical to identify the 
needs of older parents of adults with autism to prevent care crises (Australian 
Institute of Health and Welfare, 2003; Bigby & Balandin 2004) and to facilitate 
the ageing in place of older people with autism. 
It is widely accepted that services for older parents of adults with lifelong 
disability need to be family-centred and flexible in order to address the range of 
care situations (Bigby, 2004). The heterogeneous nature of autism, being a 
spectrum rather than one discrete disorder, means that services must be 
tailored to individual families' circumstances, needs, and values. Only through a 
specific research agenda can service providers and policy developers gain a 
deep understanding of the commonalities and diversities in the circumstances 
of older parents of adults with autism and address this need for flexibility. 
Conclusion 
The available evidence suggests that older parents of adults with autism 
face emotional, financial, health, and physical demands related to their adult 
offspring with autism. Existing research on parents of children with autism and 
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older parents of adults with lifelong disability suggests that the nature of autism, 
along with the changes associated with their own ageing, presents additional 
challenges to older parents caring for sons or daughters with autism. Given the 
ageing population of many Western countries and the increases in the 
diagnosis of autism spectrum disorders, an increase in future demand for 
services for adults with autism and their families is expected. Studies of the 
lived experiences of parents of people with lifelong disabilities have yielded 
information that has proven useful for informing policy and services. For 
example, Llewellyn, Gething, Kendig, and Cant's (2004) study of older parents' 
engagement with formal services drew attention to the pivotal role of parents' 
perceptions of their own ability to facilitate change in the life of their offspring 
with a lifelong disability in shaping patterns of engagement with formal services. 
These findings led to a call for attention to the personal narratives of older 
parents to inform how services are provided so that supports offered reflect an 
appropriate match for family values and needs. Thus, there is a critical need to 
understand the experiences of older parents of adults with autism now to 
ensure that current services meet the needs of these parents and that in the 
future, services will be available to support the adult with autism when the 
parent is unable to provide care. 
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CHAPTER 2 
BACKGROUND TO THE METHODOLOGY 
As discussed in the previous chapter, issues faced by family members of 
adults with autism are an area in need of additional research attention. 
Presently, a small but growing body of research is emerging on this topic (Gray, 
2002; Greenberg et al., 2004; Hare et al., 2004; Krauss et al., 2005; Orsmond et 
al., 2006; Seltzer et al., 2001 ). Thus far, these investigations have primarily 
employed quantitative methods or techniques, which utilise observation and 
statistical analysis of data to arrive at conclusions (Higgs, 1997). 
The quantitative methods employed in studies of the families of adults 
with autism have yielded interesting and useful information on the relationships 
between factors associated with caregiving and autism. Specifically, studies 
have explored relationships between maternal characteristics, such as marital 
status, psychological well-being, physical health, optimism, and depressive 
symptoms; and characteristics of the individual with autism, including 
behavioural characteristics, co-morbid diagnoses, and health (Orsmond et al., 
2006; Seltzer et al., 2001), as well as the quality of the relationship between 
mothers and their adult son or daughter with autism (Greenberg et al., 2004; 
Orsmond et al., 2006). Additionally, quantitative methods have been utilised to 
explore relationships between parental carers' sources of support, unmet 
needs, awareness and uptake of services, and their adult son's or daughter's 
level of disability (Hare et al., 2004). Although quantitative methods have been 
the predominant method used to date in researching families of people with 
autism, authors have acknowledged the limitations of quantitative methodology 
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in research into family caregiving (Berg-Weger, McGartland Rubio, & Tebb, 
2001; Gubrium, 1995; Krauss et al., 2005). 
Quantitative methods have proven useful in discovering relationships 
between factors associated with caregiving satisfaction and burden for families 
of adults with autism (Greenberg et al., 2004; Orsmond et al., 2006; Seltzer et 
al., 2001 ), yet do not facilitate an explanation of families' perceptions of why 
such factors are connected, or how they view the causal relationship between 
such factors (Silverman, 2006). It can be argued that methods that fall within the 
qualitative paradigm are more suited to generating causal explanations of such 
relationships since they allow for the investigation of meanings and 
interpretations that those concerned (e.g., family members) attach to their 
behaviour (Rice & Ezzy, 2005). The previous chapter drew attention to the need 
to understand the lived experiences of older parents of adults with autism. This 
research question demands a detailed understanding of the issues faced by 
older parents and recognition of the influence that individual contexts play, and 
therefore is well suited to a research approach within the qualitative research 
paradigm (Creswell, 2007). 
Qualitative Research 
Defining Qualitative Research 
Creswell (2007) recently defined qualitative research thus: 
Qualitative research begins with assumptions, a worldview, the possible 
use of a theoretical lens, and the study of research problems inquiring 
into the meaning individuals or groups ascribe to a social or human 
problem. To study this problem, qualitative researchers use an emerging 
qualitative approach to inquiry, the collection of data in a natural setting 
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sensitive to the people and places under study, and data analysis that is 
inductive and establishes patterns or themes. The final written report or 
presentation includes the voices of participants, the reflexivity of the 
researcher, and a complex description and interpretation of the problem, 
and it extends the literature or signals a call for action. (p. 37) 
Thus, qualitative research can be seen as an umbrella term 
encapsulating a range of research approaches with common features (Payne & 
Payne, 2004). Creswell (2007) emphasised that qualitative researchers make 
an interpretation based on their observations of participants, specifically 
focusing on the meanings that individuals attribute to a particular problem, 
issue, or experience, rather than simply describing the nature of an event. 
Features of Qualitative Research 
The aim of qualitative research is to focus on the meanings that 
participants' attach to their experiences and researchers' interpretations of 
these meanings to produce a complex and detailed or 'thick' description of the 
issue at hand from the perspective of the participants. Qualitative researchers 
posit that human behaviour and social processes cannot be adequately 
understood without reference to an individual's context, whether historical, 
environmental, or social (Creswell, 2007; Green & Thorogood, 2004). As a 
result, qualitative research allows for the investigation of human behaviour in 
real-life natural settings. As Green and Thorogood (2004) explained: 
Qualitative studies therefore emphasize the processes underpinning 
social activity through detailed description of the participants' behaviours, 
beliefs, and the contexts within which they occur. (p. 21) 
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Thus, qualitative researchers acknowledge that different participants will 
hold different viewpoints or perspectives of the same issue, depending on their 
individual contexts and background. Rather than aiming to make 
generalisations or describe the most common experience or event for a range 
of participants, as is the case with quantitative research, qualitative researchers 
attempt to report on multiple perspectives of the issue under scrutiny. As a 
result, qualitative methods enable the capture of commonalities as well as 
points of departure in how individual participants make sense of their 
experiences (Creswell, 2007). 
In describing the range of perspectives that participants hold on a 
particular issue, qualitative researchers do not attempt to establish which 
perspective is the most correct, as if a single, objective truth exists. Instead, 
much qualitative research is based upon the premise that there are multiple, 
socially constructed realities (Higgs, 1997). Thus, in qualitative research, 
verification of reality or facts is less important than gaining an understanding of 
individuals' interpretations of such events (Green & Thorogood, 2004; 
Riessman, 2001 ). However, the contention that multiple realities exist does not 
mean that principles of quality in research do not apply to qualitative research 
studies, as though it were impossible to render an inaccurate account of the 
topic. Rather, prominent writers in the qualitative research field have called for 
attention to criteria for enhancing quality in qualitative studies (Creswell, 2007; 
Rice & Ezzy, 2005; Riessman & Quinney, 2005). 
Determining Quality in Qualitative Research 
As in all research, qualitative researchers must pay attention to the 
quality of their work if their work is to provide a trustworthy basis for future 
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research (Rice & Ezzy, 2005). Regardless of the methodology employed, 
researchers need to address the critical issues of how accurately their findings 
reflect the phenomena under investigation, and whether other researchers 
would obtain the same results and arrive at the same conclusions if they carried 
out the same study (Silverman, 2006). Indeed, issues of reliability and validity 
are central to determining the quality of both qualitative and quantitative studies. 
However, the integral differences between the two paradigms mean that these 
notions are conceptualised and measured in divergent ways, depending on the 
nature of the research (Ely, Anzul, Friedman, Garner, & McCormack-Steinmetz, 
1991 ). Indeed, some qualitative researchers utilise the terms reliability and 
validity when establishing the quality of their research (e.g. Silverman, 2006), 
although these terms are generally associated with positivistic research. Other 
qualitative researchers, however, use different terms such as trustworthiness 
and its components of credibilit-y, transferability, dependability, and 
confirmability (Lincoln & Guba, 1985), or verification (Creswell, 2007) to refer to 
the concepts of reliability and validity in qualitative studies. These terms are 
used to illuminate and emphasise the fundamental differences between 
qualitative and quantitative research in determining the concepts of quality. 
Thus, we see that, although there is variability in the terminology used by 
qualitative researchers to describe quality (Creswell, 2007), it is a concept that 
is recognised as an important one by which qualitative research is judged. 
Regardless of the terminology used to refer to the concept of quality, a range of 
techniques and procedures are available to qualitative researchers to enhance 
the rigor or quality of their research. Drawing on Silverman's (2006) delineation 
of strategies to enhance the reliability and validity of qualitative research, some 
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of the most prominent techniques employed by qualitative researchers are 
described below. 
Reliability 
Reliability refers to the degree to which other researchers would be able 
to replicate the study and arrive at the same results and conclusions (Green & 
Thorogood, 2004; Silverman, 2006). In order to satisfy reliability criteria in 
qualitative studies, authors generally advocate the explicit and transparent 
description of how the research was carried out, including procedures on how 
data was collected and analysed (Rice & Ezzy, 2005). In the case of in-depth 
interview methodology, reliability is enhanced by the systematic tape recording 
and careful transcription of all interviews (Creswell, 2007; Rice & Ezzy, 2005; 
Riessman & Quinney, 2005; Silverman, 2006). The use of standard 
transcription conventions, which facilitate the capture of the most important 
features of the interview, including subtle features of talk such as pauses and 
overlapping talk, is also considered important (Silverman, 2006). 
Validity 
Creswell (2007) described validation as "an attempt to assess the 
'accuracy' of the findings, as best described by the researcher and the 
participants" (p. 206,7). As such, strategies for enhancing validity in qualitative 
studies aim to establish that the outcomes presented are an accurate and 
authentic reflection of the phenomena under inspection (Creswell, 2007; Rice & 
Ezzy, 2005). However, since qualitative research is interpretive, any 
interpretations are inevitably influenced by the researcher's own orientation and 
background (Creswell, 2007). Indeed, as an "instrument of the research" (Rice 
& Ezzy, 2005, p. 41), the researcher influences all aspects of the research 
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process, including data collection, analysis, and interpretation. Rather than 
attempting to control for this expected influence, validity in qualitative studies is 
enhanced by researchers being candid in acknowledging the role they play in 
the study. In doing this, and by other strategies such a making detailed field 
notes and memos, researchers also demonstrate reflexive research practice 
(Rice & Ezzy, 2005). This includes describing the researcher's own 
experiences, background, and perspectives, which may, on one hand, increase 
his or her sensitivity to particular issues, or conversely, may bias a researcher 
to a particular perspective (Creswell, 2007; Riessman, 2002a). As Rice and 
Ezzy (2005) put it, "rigorous qualitative research is honest about the role of the 
researcher in the project" (p. 41 ). 
The validity of qualitative research is fundamentally tied ~o the manner in 
which emerging theories are developed. Data analysis is carried out 
systematically, with emerging theories tested and refined with each new case 
(Silverman, 2006). Rigorous qualitative research involves the active search for 
evidence that appears to contradict or be inconsistent with an emerging theory 
(Creswell, 2007; Green & Thorogood, 2004; Silverman, 2006). In light of deviant 
or negative cases, researchers re-examine findings and refine conclusions. 
Through this systematic approach to data analysis, rigorous qualitative research 
goes beyond anecdotalism and represents a thorough and valid understanding 
of the nature of the issue under study (Green & Thorogood, 2004). 
Readers of qualitative research are further invited to share, or 
conversely, to question, a researcher's confidence in the validity of research 
findings through the provision of rich, thick descriptions of the findings and of 
the participants in the study (Creswell, 2007; Green & Thorogood, 2004). This 
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detail allows the reader to determine the transferability and plausibility of claims 
made. In addition, the inclusion of direct quotes and extensive extracts of 
interview data in the final research report allows the reader to inspect data for 
themselves and provides additional evidence to support the researcher's 
findings (Rice & Ezzy, 2005; Riessman & Quinney, 2005). 
Another validation strategy available to qualitative researchers is that of 
triangulation, the "use of multiple and different sources, methods, investigators 
and theories to provide corroborating evidence" (Creswell, 2007 p. 208). In 
many cases, triangulation involves the study of the same issue using 
complementary research methods, such as observation and interview, in order 
to determine the degree to which different research methods provide consistent 
and convergent findings (Ely et al., 1991 ). This approach to triangulation 
assumes that the trustworthiness of a study's findings are enhanced when 
findings from different research methods corroborate (Ely et al., 1991). Aside 
from multiple methods, Creswell's (2007) definition above also includes the use 
of multiple researchers in the research process (Rice & Ezzy, 2005). This 
strategy invites multiple perspectives on the interpretation of qualitative data 
and, as a result, may produce a more complex and nuanced picture of the issue 
under scrutiny, thus enhancing confidence in the validity of findings. Rice and 
Ezzy (2005) described it thus: 
Knowledge is legitimised when external peers, the people studied and 
other relevant audiences agree that interpretations and conclusions are 
accurate reflections of the phenomenon. (p. 37) 
Rice and Ezzy's (2005) statement above suggests one final strategy for 
enhancing the validity of qualitative research is that of member checking 
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(Creswell, 2007; Ely et al., 1991), also known as respondent validation (Green 
& Thorogood, 2004). Member checking involves ensuring that the researcher's 
interpretations of data are consistent with participants' perspectives. In this 
strategy, researchers provide participants with raw data, analyses, and initial 
interpretations, and determine the degree to which participants agree with 
findings. In the view of some authors, member checking represents the ultimate 
mechanism by which researchers establish the credibility of their research 
(Lincoln & Guba, 1985). However, other authors suggest that reliance on 
member checking to establish credibility suggests belief in a single truth that is 
independent of the perspective of the observer, whether that be researcher or 
participant (Green & Thorogood, 2004), an idea that is often challenged within 
the qualitative traditions. Rather than being used as a strategy of demonstrating 
validity, it has been suggested that member checks are useful as an additional 
source of data to provide further illumination on participants' understandings of 
their actions and experiences (Silverman, 2006). In addition, it can be argued 
that member checking reinforces to participants that their view is important and 
that the researcher is trying to interpret and represent their perspectives 
accurately. This is particularly important when conducting research with 
vulnerable or minority groups (Clements, Rapley, & Cummins, 1999). 
In summary, qualitative research methodology provides legitimate and 
systematic approaches to the study of a range of research questions within the 
health and social science fields. Since discussion of qualitative methods is 
inevitably tied to the specific qualitative approach adopted, the remainder of the 
chapter will focus specifically on the features of narrative research, the 
approach adopted for the study described in this thesis. 
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Narrative Research 
The Importance of Stories 
I've been writing my life story and I've gone, "What do I do when I get to 
Simon's part," you know? 'Cos it's a major part of it. And it's just too sad. But 
I've been writing. And it's been cathartic in a lot of ways because you get to 
understand why you did that and how that came about. And you think, 'Well, I 
could have done this," and, "/could have done that", but I didn't, you know? 
- Rose, mother of Simon 
Why Take an Interest in Narratives? 
Narrative research is one of a range of well-established approaches 
within the qualitative paradigm that are well-fitted to studies of human 
experience. Indeed, over the past two decades there has been a growing 
acknowledgement across various disciplines of the usefulness of narrative 
inquiry method in tapping into people's perceptions of their own experiences. 
Narrative research has been reported widely in nursing (e.g., McCance, 
McKenna, & Boore, 2001), social work (e.g., Riessman & Quinney, 2005), 
education (e.g., Cortazzi, 1993), lifelong disability (e.g., Hemsley & Balandin, 
2004; Llewellyn et al., 2004), and clinical education literature (e.g., Bleakley, 
2005). 
Narrative analysis emphasises the storied nature of human experience, 
contending that stories are a primary method used by people to make sense of 
events in their own lives (Polkinghorne, 1988). As Rose's quote above 
suggests, through narration individuals are able to create a sense of coherence 
out of the seemingly disordered nature of human experience (Riessman, 1993). 
As a result, narrative analysis is an approach well suited to the study of the lives 
33 
of those whose experiences depart from normative expectations. Employing 
narrative analysis to understand lived experience is "consistent with the way 
that people make sense of their own lives" (Rice & Ezzy, 2005, p. 122). Rather 
than simply providing a chronology of events, individuals claim identities for 
themselves through the way they position themselves within their own 
narratives (Riessman, 2001, 2002b). Thus, narrative analysis offers a method of 
capturing the richness and complexity of human experience, offering insights 
into how individuals portray and understand themselves. 
Although personal narratives focus on individual lives, the highly 
contextualised nature of human experience means that narratives inevitably 
illuminate the broader social worlds within which individuals interact (Andrews, 
Day Sclater, Squire, & Tamboukou, 2004). Sitting "at the intersection of history, 
biography, and society" (Rice & Ezzy, 2005, p. 126), narrative research 
provides illumination into the subtle social, political, and historical processes 
that impact on and influence individual lives. 
Given that narratives are essentially meaning-making devices, narrative 
analysts do not contend that narratives represent a single, objective truth. As 
Riessman (2004) explained, narratives "do not mirror the past, they refract it" (p. 
708). As context-dependent texts, narratives are told differently, depending on 
the narrator and the audience. The audience, for instance, influences what can 
and cannot be said in a narrative, how things are expressed, and what needs 
explaining. As a result, narrators actively select, organise, and evaluate events, 
taking into account what the audience already knows about the topic and 
according to their own strategic interests or motives. In addition, through the 
use of nonverbal cues and short utterances such as "hmm" and "right", listeners 
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further influence how narratives are told. In doing so, listeners may 
communicate their support for the narrator, or conversely, their disagreement, 
all which has a bearing on the resultant narrative (Elliott, 2005). 
Narrators must tell stories in ways that not only convince a listener that 
the story is reportable or worth telling, but at the same time is believable (Labov, 
1981 ). The potentially conflicting aims of reportability and credibility within 
narratives inevitably influences the way in which these stories are told. Thus, 
narration is essentially a collaborative process, producing narratives that are co-
constructed between the speaker and the listener. 
What is Narrative? 
Definitions of what constitutes a narrative vary considerably between 
investigators, perhaps due to the varied applications of narrative analysis 
across a range of disciplines and theoretical perspectives (Elliott, 2005; 
Riessman & Quinney, 2005). Some definitions of narrative are broad and may 
include any text which conveys a coherent flow of ideas (Polkinghorne, 1988). 
Slightly less broad definitions include those of narrative as entire life stories, 
which are constructed through a range of qualitative texts such as observations, 
documents, and interviews (Riessman & Quinney, 2005). However, such all-
inclusive definitions have been criticised by some narrative researchers, who 
argue that "all talk and text are not narrative" (Riessman & Quinney, 2005, p. 
393). On the other end of the spectrum lay narrow definitions, such as those 
used by sociolinguist William Labov (1981 ). From a Labovian perspective, a 
narrative is a temporally ordered and topically centred discrete unit of discourse 
that describes past events. However, as Riessman (1993) pointed out, such 
narrow definitions may preclude the analysis of narrative genres such as 
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habitual or hypothetical narratives. She proposed a third, more moderate 
definition of narrative (2004 ): 
Personal narrative encompasses long sections of talk- extended 
accounts of lives in context that develop over the course of single or 
multiple interviews. (p. 706) 
Regardless of the definition of narrative that is employed, a common 
characteristic shared by all approaches is the emphasis on sequence and 
consequence (Riessman & Quinney, 2005). Thus, narrators order and link 
events within narratives in ways which suggest how the events are related and 
imply that one event is influential for the next. In doing so, narrators create a 
plot, or ''the organizing theme that identifies the significance and the role of the 
individual events" (Polkinghorne, 1988, p. 18). In this way, events are presented 
and evaluated as being meaningful and having a purpose for an audience. 
In summary, Denzin's (1989) definition succinctly describes the most 
pertinent features of narratives: 
A narrative is a story that tells a sequence of events that are significant 
for the narrator and his or her audience. A narrative as a story has a plot, 
a beginning, middle and an end. It has an internal logic that makes sense 
to the narrator. A narrative relates events in a temporal, causal 
sequence. Every narrative describes a sequence of events that have 
happened. (p. 37) 
Thus, narratives are (a) chronological, describing a sequence of events 
in time; (b) meaningful, since they relate the meaning of an experience from the 
perspective of the individual involved; and (c) are produced within a social 
context (Elliott, 2005). Yet, since narratives have a social context and deal 
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specifically with the expression of meaning, they inevitably require interpretation 
when used as data (Riessman, 2004). 
Narrative Analysis 
The aim of narrative analysis is to gain an understanding of how 
participants make sense of the events in their own lives (Riessman, 1993), 
which is achieved through rich, dense description. Since narratives themselves 
are representations of experience, narrative analysis itself is inherently 
interpretive (Riessman, 2002b). Thus, the role of the narrative researcher is to 
transform large amounts of data from individuals into a cohesive synthesis that 
captures and interprets the essence of the meaning of the experience across 
numerous voices (Riessman, 1993). 
Several approaches to narrative inquiry exist (Cortazzi, 1993; Riessman, 
2002b), each offering a slightly different focus of analysis. In practice, different 
approaches to narrative analysis may be combined for particular purposes. The 
three approaches to analysis used in this study will be presented in the 
following sections of this thesis, namely, structural analysis, thematic or content 
analysis, and analysis of the performance of narratives within a social context 
(Elliott, 2005; Riessman, 2002b). 
Structural Analysis 
Riessman (1993) recommended structural analysis as an essential first 
step in analysing an interview transcript, arguing that this prevents researchers 
from analysing narratives simply for content (Riessman, 2002b). Within this 
approach, a researcher focuses on how a story is told and put together. A 
critical component of this approach includes the identification of story 
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boundaries, which are often identified through attention to the speaker's use of 
entrance and exit talk (Riessman, 1993). 
Once discrete stories have been identified, the structure or form of the 
narrative itself may be investigated. A popular method of analysing narrative 
structures involves the application of Labov and Waletzky's (1967) structural 
model of narratives. Labov and Waletzky considered narratives to be comprised 
of recurring, functional elements. Labov (1997) later modified this framework to 
include the following components: (a) an abstract, which initiates a narrative by 
providing a summary of the narrative and its point; (b) an orientation, which sets 
the scene of a narrative, including details of time, place, situation, participants, 
and their initial behaviour; (c) a sequence of events that lead to a complicating 
action or crisis; (d) an evaluation in which a narrator describes the significance 
and meaning of the narrative; (e) a resolution, which describes how the action 
was resolved; and (f) a coda, which returns the narrative to the present time. 
Identification and examination of the evaluation component of a narrative is 
particularly noteworthy to researchers since it directly taps into the meaning of 
the narrative for the speaker (Cortazzi, 1993). Not all narratives are fully formed, 
and therefore may not contain each narrative element, nor may elements in a 
narrative all necessarily follow the same sequence. 
Thematic Analysis 
Within a thematic analysis, researchers focus on the content of the 
narratives rather than on how the narrative is told for a particular purpose 
(Riessman, 2004). Thus, in analysis of content, researchers compare and 
contrast narratives from different participants, often culminating in the creation 
of a typology of narratives organised by themes. 
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Thematic approaches assume that narratives provide a relatively 
accurate portray of events and experiences (Elliott, 2005), with language seen 
as providing an unambiguous reflection of meaning, rather than a 
representation of experience in itself (Riessman, 2002b). However, as 
Riessman (2004) noted, such approaches often ignore the co-constructed 
nature of personal narratives and may suggest belief in the existence of a 
single, objective truth unmediated by language or context. In such cases, 
researchers may benefit by attention to the performative aspects and social 
context of narration. 
Analysis of the Performance of Narrative 
Attention to how narratives are performed recognises that narration 
occurs within a social context, serving to persuade an audience of the speaker's 
point of view. Thus, performative analysis allows researchers to investigate how 
narratives are performed by social actors (Riessman, 2001 ). Indeed, narrators 
present their narratives in ways that reveal how they want to be seen. As 
Riessman (2001) puts it, "when we tell stories about our lives we perform our 
(preferred) identities" (p. 701 ). 
Researchers may focus analysis on a variety of narrative features in 
order to illuminate how narratives are performed and identities are claimed. 
Analysis may centre on features such as narrator's choice of words and 
phrases, use of reported speech, inclusion or omission of narrative detail, and 
the impact of different grammatical resources in order to understand how 
narrators perform their identities and impart particular meanings (Riessman, 
2001 ). Further, attention to how narrators position their audience, characters, 
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and themselves within their stories provides insight into how participants see 
themselves within their social worlds (Elliott, 2005; Riessman, 2001 ). 
In summary, narrative analysis is a well-founded approach within the 
qualitative paradigm that seeks to understand human experience. Attention to 
the content of personal narratives, as well as how they are structured and how 
they are performed, facilitates an in-depth understanding of how individual 
participants experience and make sense of certain events in their lives. Moving 
beyond the individual experience, narrative researchers are able to compare 
and contrast the experiences and perspectives of different participants, 
exploring and accounting for observed differences (Fraser, 2004). In doing so, 
narrative researchers may produce a comprehensive account of the lived 
experiences of a certain group of participants. Given the emphasis that 
narrative research places on the temporal nature of lived experience and its 
successful application to a range of research topics within the health and social 
science fields (Elliott, 2005), narrative analysis may similarly provide valuable 
insights to the lives of older parents of adults with autism. 
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CHAPTER3 
METHODOLOGY 
Aim of the Study 
The aim of this qualitative study was to explore the lived experiences and 
needs of older parents of adults with autism. Specifically, we sought to explore 
the following research questions: 
1) What are the experiences of older parents of adults with autism? 
2) What are their expectations for the future care of their son or daughter 
with autism? 
Rationale for a Qualitative, Narrative Analysis Methodology 
Decisions regarding the type of approach used to explore a particular 
research question are founded in the nature of the research questions being 
considered (Higgs, 1g97). The research questions in this study relate to the 
lived experiences of older parents who have a son or daughter with autism and 
the meanings they attach to such experiences. Thus, the research questions in 
this study necessitated the selection of a qualitative approach. As noted above, 
qualitative methods are typically employed where a rich, detailed description of 
an issue is required (Creswell, 2007). Indeed, it is likely that the experiences 
and perceptions of older parents of adults with autism are influenced by their 
various social, historical, and environmental contexts. Further, the specific 
features of their son's or daughter's disability are likely play an important role in 
the meanings they attach to their experiences, which are best captured and 
understood through a qualitative methodology (Creswell, 2007; Green & 
Thorogood, 2004). Furthermore, qualitative methods are often used in the 
exploration of issues about which little is known (Rice & Ezzy, 2005), as is the 
41 
case with the lives of older parents of adults with autism. Thus, a qualitative 
methodology was selected since this approach provided the best fit with the 
nature of the research problem (Creswell, 2007). 
Within the qualitative paradigm, narrative analysis was selected as the 
most appropriate approach to data analysis for a number of reasons. First, 
narrative analysis offers a method of capturing the "richness and complexity of 
human lives" (Rice & Ezzy, 2005, p. 128), a major goal of those seeking to 
understand the lifelong impact on family members of adults with autism (Krauss 
et al., 2005). Narrative analysis also affords a specific focus on the individual's 
experience, analysing the narrative data holistically rather than fragmenting it 
into smaller components (Jones, 2004; Rice & Ezzy, 2005). In doing so, 
narrative analysis preserves the structure and context of individual narratives, 
both of which are loaded with interpretive meaning (Riessman, 1997). These 
meanings and interpretations may be lost if data analysis is based on 
approaches that fragment interview transcripts through coding and categorising, 
such as in grounded theory (Coffey, 1996). A holistic analysis is consistent with 
the narrative-based ways in which individuals make sense of their own lives 
(Rice & Ezzy, 2005). This feature is important when exploring the experiences 
of older parents as it affords an opportunity to understand experiences within 
the context of their entire life history (Jones, 2004) and recognises the lifelong 
nature of parental caregiving in later life. Narrative analysis is also particularly 
suited to studying the lives of those whose experiences depart from normative 
expectations (Angrosino, 1989, 1994; Creswell, 1998). Thus, it is an appropriate 
method for exploring the experiences of ageing parents of adults with autism, 
who often experience variations to the typical family life course (Seltzer & 
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Krauss, 2001 ). Finally, narrative analysis has been cited as an approach which 
gives a voice to otherwise silenced groups (Coffey, 1996), an adage which may 
be applied to the older parents of adults with autism. Indeed, older parents of 
adults with autism have lived through major changes in community and 
professional attitudes towards disability (Bigby, 2004). As a result, this cohort of 
parents has stories that deserve to be told, recorded, and acknowledged, a goal 
that may be accomplished with the use of narrative analysis. 
Criteria 
To be eligible for involvement in the study, participants needed to be 
older parents (aged 60 years and over) of an adult with autism (aged 18 years 
and over). The only exceptions occurred in two situations where, although both 
parents of an adult with autism wished to be involved in the study, only one 
parent was aged over 60 years. In both situations, both parents were 
interviewed despite the other parent being aged 58 at the time of interview. 
Older parents who continued to live with their adult son or daughter with 
autism, as well as those with their adult son or daughter with autism living 
elsewhere, were eligible to participate. Participants for whom English is a 
second language and who required an interpreter were excluded from the study 
as English language difficulties could lead to misinterpretation of the responses 
and problems with verifying the written transcripts and interpretations of the 
interviews. 
Recruitment 
Participants were recruited through an organisation that provides 
services specifically to people with autism and their families. The manager of 
adult services at the organisation was approached by telephone and asked to 
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assist with recruitment for the study. Following a brief verbal description of the 
study, the researcher sent the manager a letter containing a description of the 
study and the proposed recruitment procedures (see Appendix A). The 
manager was asked to identify and approach potential participants who met the 
study's criteria from amongst those involved with the organisation. The manager 
provided potential participants with written information about the study (see 
Appendix B) and invited participants to contact the researcher via telephone to 
ask additional questions about the study and/or to indicate their willingness to 
participate by completing a consent form (see Appendix C). 
Participants were also recruited by means of an advertisement placed in 
the organisation's quarterly newsletter and posted on the organisation's website 
(see Appendix D). Older parents interested in participating in the study were, in 
this case, invited to contact the researcher directly by telephone to indicate their 
willingness to participate in the study. After providing a verbal description of the 
study and answering any additional questions, the researcher forwarded 
participants an information sheet and consent form. 
A small number of participants heard about the study by means of word-
of-mouth from other service providers and contacted the researcher's 
supervisor directly, expressing their interest in participating in the study. If these 
potential participants met the study's criteria, an information sheet and consent 
form were forwarded to them, and they were invited to participate. 
Meet the Actors: The Participants 
In total, 16 older parents, including three married couples interviewed 
together, of 13 adults with autism participated in this study. Appendix E contains 
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a summary of the demographics and characteristics of participants and their 
adult son or daughter with autism. 
Rose is a 60 year old woman who has a daughter Sarah and a son 
Simon, who has autism. Rose's marriage to Colin, Sarah and Simon's father, 
broke up shortly after her son was diagnosed with autism as a child. Simon was 
first placed in residential care at the age of 10 and now lives in a group home. 
Rose works casually in childcare and lives alone in a housing commission flat in 
a metropolitan suburb. She occasionally receives visits from her son. 
Gary and Christine are a married couple, aged 61 and 58 respectively. 
Together, they have three offspring: their son Max, who is 36 and has autism, 
and a younger daughter and son. Max has lived in a group home for 11 years 
but, by his parents' choice, stays with his parents every weekend at the family 
home. Gary is now retired but his wife Christine continues to work part time. 
Bevis a 70 year old woman married to Barry. Bev and Barry have one 
son, Paul, who is aged 39 and has autism, and a younger daughter Georgia, 
who is married with two children. Although Paul has lived in a group home since 
he was 16, he stays the weekend with his parents each fortnight. Bev has never 
worked, and her husband Barry is now retired. Paul has a supported 
employment placement. 
Louise and Frank are married, retired, and both aged 82. They have a 
son, Steven, who is 41 and has autism, and an older daughter who is married 
with children. Steven has lived in a group home since he was 23 but loves to 
visit his parents each weekend and on public holidays. 
Jean, 68, is married to Dennis. Their son Tom is 42 and has autism and 
epilepsy. Tom has lived in a group home since he was 18, but he regularly 
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stays with his parents over the weekend. Tom has a supported employment 
placement. Tom has an older sister who is married and has two children herself. 
Jean, like Bev, has never worked; her husband is now retired. 
Sylvia is 68 and lives in a country town with her daughter Melanie, 44, 
who has autism. Sylvia and Melanie live in a house which they share with 
Sylvia's son Paul, his girlfriend, and their two children. Sylvia has three other 
offspring, including one daughter who has an intellectual disability and lives in a 
group home, and an estranged son. However, Sylvia had another two children 
who both died in childhood. Sylvia and Melanie's father, Norman, separated 
when Melanie was 15, which left Sylvia to raise her children alone and 
supported by the pension. Sylvia and Norman later remarried but were only 
married for a short period of time before Norman's health deteriorated, 
eventually leading to his death. Sylvia has never worked and experiences 
chronic health problems. Melanie now attends a day program. 
Bronwyn is 67 and has a son Ben, aged 37 who has autism, and a 
daughter. Ben was only officially diagnosed with autism when he was 28, 
although he had previously been diagnosed with mental illness and intellectual 
disability. Ben's father divorced Bronwyn when Ben was a teenager, during 
which time Ben's behaviour and functional skills deteriorated dramatically. Ben's 
father is now remarried and has another offspring. Ben lives independently in an 
apartment with some financial support from his father. Ben receives drop-in 
support at home and is involved in a supported employment program. Bronwyn 
is retired but does volunteer work for a disability organisation and lives alone. 
Audrey is 60 and has a son, Andrew, who is 37 and has autism. Audrey's 
husband left the family when Andrew was a young child following the diagnosis 
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of his son with a disability. Andrew has lived in a group home since he was 13 
and stays with his mother for the weekend every fortnight, as well as at 
holidays. Although Audrey does not have any other children, she and Andrew 
have a close relationship with Audrey's sister and her two daughters. Audrey 
works part time and lives alone. 
Elizabeth is a married, 61 year old woman whose son Mark, 36, has 
autism and lives at home with his parents. Elizabeth has a daughter who is 
married and has four children, including twins with autism. Elizabeth had one 
other son, David, who died five years ago. Elizabeth and her husband are of 
English descent, with all their extended family living overseas. Mark was 
diagnosed with autism as a teenager, but according to his mother also has 
mental illness. Elizabeth works part time for a charity whilst her husband is 
retired. Mark attends a day program. 
Barry and Jane are a married couple aged 60 and 58 respectively. They 
have two daughters as well as a son Matthew, who is 31 and has autism. 
Matthew lives in a group home but alternates living in the group home and with 
his parents in the family home in six-week blocks. Barry is retired, and Jane 
does volunteer work for a disability organisation. 
Beryl is a widow aged 79 and lives at home with her son Luke, 43, who 
has autism, and another son. Beryl also has another two offspring. Beryl owns 
and operates her own business. She is also actively involved in church 
activities, which she participates in with Luke. Luke also has a supported 
employment position. 
John and Thelma are married and aged 71 and 67 respectively. John 
has two sons to a previous marriage, including Darren who is 39 and has 
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autism. Thelma has four offspring to a previous marriage. Darren lives in a 
group home and has a day program. He usually visits his father and stepmother 
every month. John is now retired. 
Ron is the 75 year old father of Victor, who is 42 and has autism. Like 
John, Ron is married, but Victor and his sisters are Ron's offspring from a 
previous marriage. Ron also has another son Chris to his current marriage. 
Victor has lived in a group home since he was 12 and has a supported 
employment position. He visits his father and stepmother overnight each 
fortnight and on holidays, but he has minimal contact with his biological mother. 
Ron is now retired but heavily involved in volunteer work with disability 
organisations. 
Procedure 
The researcher conducted initial, in-depth interviews with all participants. 
Nine initial interviews were conducted in participants' homes, one was 
conducted in the meeting room of a disability service provider, and three initial 
interviews were conducted over the telephone due to distance (n = 2) or at the 
request of the participant (n = 1 ). All participants were invited to a follow-up 
interview. Fifteen of the 16 participants agreed to a follow-up interview, with one 
participant refusing due to time constraints. Seven of the follow-up interviews 
were conducted in the participants' homes, and five were conducted over the 
telephone due to distance (n = 4) or at the request of the participant (n = 1 ). All 
interviews were audiotaped for later transcription and analysis. 
In-Depth Interviews 
Initial interviews lasted between 1-3 hours each. A topic guide was used to 
direct the interview (see Appendix F). The topic guide included questions that 
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i. 
focused on areas that have been highlighted in the literature as potential areas 
of interest to researchers, such as effects on work arrangements and finances 
and concerns about the future care of the adult family member with autism 
(Gray, 2002; Greenberg et al., 2004; Hare et al., 2004; Krauss et al., 2005; 
Seltzer et al., 2001 ). The topic guide was not used prescriptively, and not all 
questions were asked in all interviews, but instead arose in response to the 
information provided by each participant. As a result, there were variations in 
questions and topics covered in the interviews. This procedure kept the 
interviews focused on the most pertinent topics for each participant and ensured 
sensitivity to the participants' perspective of their own experiences. Appendix G 
contains a list of questions that were actually asked in the interviews as a result 
of the open-ended nature of the interviews. These questions reflect the 
emerging topics and themes of interviews. However, as with the questions from 
the topic guide, not all questions were asked in all interviews or asked in the 
same way, but instead arose in response to the information provided by each 
participant. 
Interviews were conversational in style with the researcher asking 
participants broad, open-ended questions such as, "Tell me about what it is like 
for you as a parent of an adult with autism." These questions typically generated 
descriptions from participants in the form of a narrative, since narratives and 
stories are a primary method in which people relay and make sense of events in 
their own lives (Mishler, 1986). As recommended by Riessman (1993), the 
researcher used further open-ended questions, such as, "Can you tell me a little 
more?" or, "Can you give me a specific example?" to encourage participants to 
elaborate and extend their narratives. Closed questions were used to clarify 
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information where the information was not clear or where more information was 
required to complete a particular narrative. At the end of the interview, 
participants were asked if they felt they had provided a good description of what 
it was like to be an older parent of an adult with autism, and they were invited to 
provide additional comments if required. 
Interviews also included the gathering of basic demographic information 
from participants. This included questions such as the ages of family members 
and the place of residence of the adult son or daughter with autism. Details 
provided by the basic demographic questions are summarised in Appendix E. 
Preparation of Field Notes and Transcripts 
Field notes were written during and immediately following each interview 
to supplement and validate the audio recordings. The field notes included the 
time and place of the interview, comments made by participants before and 
after the audio recording, noteworthy nonverbal communication used by 
participants during the interviews (including facial expressions and gestures), 
and the researcher's initial impressions of the interviews. Field notes were 
entered into the NVivo® computer software and electronically linked to the 
corresponding relevant segment of the interview transcript. 
Each audiotape was transcribed verbatim into the Microsoft Word® word 
processing software according to a prescribed set of transcription rules adapted 
from Balandin and Iacono (1999) (see Appendix H). However, all identifying 
information was changed or deleted, with pseudonyms used to refer to 
individuals mentioned during interviews. Each clause was transcribed on a 
separate line to assist in the identification of narrative elements. However, 
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beyond facilitating identification of narrative structure, line breaks were not 
interpreted as meaningful. 
Following transcription of the initial interview, the researcher provided 
participants with a copy of the interview transcript by post or email. Participants 
were asked to check the accuracy of the information in the transcript, to add 
comments, and to make changes or corrections to the transcript in order to 
validate the transcription. Two participants requested a reduction of the amount 
of personal information contained within transcripts and the removal of 
redundant phrases and other dysfluencies (e.g. ah, urn, and-and). One other 
participant supplied additional personal information. After requested changes 
were made, the completed transcripts were imported into the NVivo® computer 
program ready for analysis. 
Follow-Up Interviews 
Following preliminary analysis of the initial interview, participants were 
contacted to arrange a follow-up interview, which typically lasted for 1 hour. At 
this interview, participants were given the opportunity to verify the researcher's 
initial interpretations and to explore some issues in further detail. Again, 
following transcription of the follow-up interview, participants were given a copy 
of the interview transcript and the opportunity to make changes or corrections. 
This follow-up interview was analysed in the same manner as the first. 
Narrative Analysis 
The approach used in data analysis was guided predominantly by 
application of the strategies recommended by Riessman (1993; 2001 ). 
However, these strategies were not applied prescriptively, with some 
modifications made to the approach so as to suit my preferences and research 
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goals (Fraser, 2004). Such modifications included the application of NVivo® as a 
tool to assist with data management and analysis, and the naming and 
numbering of individual narratives to assist with retrieval of data and meaning 
making (Fraser, 2004). A worked example of the analysis of one narrative taken 
from my initial interview with Ron will be presented in the following sub-sections 
to illustrate each step of analysis undertaken in this study. 
Structural Analysis 
The analysis of each transcript commenced with the identification of 
narrative segments within each interview transcript. This was accomplished by 
noting the use of entrance and exit talk used by participants, which typically 
indicate story boundaries, and through application of Labov's (1981) framework 
of the structural elements of narratives. The narrative elements identified in the 
study are listed in Table 1. However, not all narratives identified in interview 
transcripts contained each narrative element, nor did the narrative elements 
necessarily follow the same sequence within each narrative. 
Table 1 
Narrative Elements Used in Analysis 
Narrative element Explanation Example 
Signals to the listener that the 
"See, that's another thing I took issue 
Entrance talk speaker is about to tell a story 
with." 
and will hold the narrative floor 
Initiates a narrative by 
"Everything's, when Max's home, 
Abstract providing a summary of the 
everything's devoted to him." 
narrative and its point. 
Sets the scene of a narrative, "There was a time too when our son 
Orientation 
including details of time, place, was employed by [name], and they 
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situation, participants and their used to re-pot plants." 
initial behaviour. 
Reports an event or sequence 
of events in response to a "He got upset 
Complication 
potential question 'and then and he attacked one of them." 
what happened?' 
Highlights the significance and 
meaning of the narrative, 
Evaluation "So it was all a rather traumatic time." 
including the narrator's 
attitude towards the narrative 
"And the assessment came back from 
Reports the result of the 
there 'autistic and born that way'. So it 
Resolution narrative, or what finally 
took seven years to get that label 
happened. 
completely written." 
Returns the narrative to the 
Coda "So that was the only time." 
present 
Signals to the listener that the 
speaker has now finished the 
Exit talk story, and may pass the "So that was that." 
speaking turn back to the 
listener 
Aside from facilitating the identification of individual stories or narratives 
within the transcripts, the identification of narrative elements according to a 
Labovian (1981) framework initiated a preliminary understanding of the 
meanings and perspectives communicated by the participants in their 
narratives. For instance, a narrative's evaluation often contains the point of the 
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narrative and emphasises the meaning of the experience for the speaker 
(Cortazzi, 1993; Riessman, 2004). Occasionally the abstract may also 
incorporate the story's meaning. Similarly, the orientation, which sets the scene 
for the narrative and may introduce details of time, place, and character, may 
provide insight into how participants refer to particular individuals who feature in 
their stories (Cortazzi, 1993). Thus, structural analysis inevitably led to a deeper 
consideration of the meanings of the participants' narratives. A worked example 
of a structural analysis is provided below. In this example, we can see that Ron 
prefaces his narrative with an orientation which details the family's current care 
roles, and a lengthy abstract which he uses to outline his attitude towards his 
daughters assumption of care roles with their brother Victor. This is followed by 
a rather short, but poignant recount of a past conversation with one of his 
daughters when she was a child, which reflects and perhaps justifies Ron's 
current stance on their involvement with their brother. 
Worked example: Structural analysis 
M: Monique (interviewer) 
R: Ron (participant) 
M: Are you the only one who is doing the main roles now in 
terms of caring for Victor? I know he's got his accommodation. 
Is there anyone else within the family for instance [R: No] who 
have any tasks? 
R: No. 
M: No. So it's just you yourself. Yeah. 
R: My present wife, who's not his mother, [M- Yeah] of course [orientation] 
is good to him when he's at home [M- Yeah] 
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but as far as his accommodation is concerned I am doing it 
alone. [M- Yeah] 
I think I may have said to you that I do not particularly want to I [abstract] 
ask my daughters to be involved. [M- Yeah] 
They've carried a sufficient burden in their lives 
I don't want them to be burdened with feeling that they have 
got to look after Victor. [M- Yeah] 
I suppose it'll be inevitable. 
Somebody will feel a bit of responsibility. 
But I want to see his accommodation established [M- Yeah], 
his financial position established and responsibility established 
[M- Yeah]. 
And then if somebody cares to do something else, 
well that will be good. 
M: Yeah, no, that, that makes sense 
R: My, my younger daughter said, 
she was fairly young at the time, 
she was probably about ten or something, 
[orientation] 
you know, something like would she have to go on looking after I [complication] 
Victor, you know. 
I said no. [M- Oh right] [resolution] 
I don't want her to. [M- Yeah] 
She's got plenty on her plate [laugh] looking after her own kids. I [evaluation] 
M: That's right, that's right, a full life. 
R: Yes. 
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Thematic and Performative Analysis 
Consideration of the structure a narrative provided me with an 
opportunity to gain some insight into the meaning of a narrative, including the 
participants' perspective of the meaning of the narrative. Analysis of story 
content then proceeded with each narrative being re-read with close attention to 
topics, themes, and meanings described by participants. Brief notes and 
comments on these features were made for each narrative within each 
transcript. These notes were recorded in memos created within NVivo® for each 
participant, or participant-pair in the case of married couples interviewed 
together. Analysis memos for each participant case were electronically linked 
back to the corresponding original interview transcripts. 
My close attention to the meanings of narratives inevitably led me to 
consider how the narratives were told and performed in order to achieve the 
narrator's purpose. A wide variety of features of language were examined in 
order to gain a deeper understanding of the social context of narration. These 
included, but were not limited to, (a) attention to the choice of words and 
phrases used, particularly verb tenses, which at times conveyed nuanced 
shades of meaning, (b) use of direct speech, (c) laughing, and (d) pausing 
(Riessman, 2001 ). Analysis of social positioning of characters and audiences 
within the narratives also illuminated subtle meanings (Elliott, 2005; Riessman, 
2001). Thus, focusing not only on what was said but also how it was said 
generated an understanding of the types of identities claimed by participants in 
their narratives and revealed much about how they wanted to be seen by their 
audience. Again, notes on how narratives were performed were recorded in a 
memo specific to each interview and linked to the relevant interview transcript. 
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In interpreting the meaning of participants' stories, I was cognisant of the 
interrelatedness of family members, as espoused by family systems theory 
(Turnbull & Turnbull, 1990). Thus, I paid particular attention to how narratives 
illuminated the nature of the transactions and interactions between family 
members, and the wider ecological systems within which families function. 
Further, my analysis was guided by my understanding of the work of Gordon 
Grant and colleagues (Grant, 2007; Grant & Ramcharan, 2001; Grant et al., 
1998; Nolan et al., 1996), specifically, their position that the experience of 
disability within the family is multifaceted, and includes a range of rewards and 
gratifications, as well as strains and stresses. This theoretical perspective 
guided my sensitivity to the subtleties of rewards and stresses experienced by 
older parents, and influenced my interpretation of parents' narratives. 
In the worked example presented below, thematic and performative 
analysis drew attention to the reasons why Ron was reluctant to expect his 
daughters to assume a direct caregiving role with their brother. Further, 
consideration of how Ron positions himself within this narrative, including the 
linguistic devices he utilises, provides insight into Ron's perceptions of his ability 
to realise his plans for the future of his son and daughters. 
Worked example: Thematic and pertormative analysis 
Ron here uses the story about his young daughter asking if she had to continue 
caring for Victor in the future as evidence of the toll that his daughters have 
already paid a toll for having a brother with autism, which he refers to as "a 
sufficient burden. "This narrative reminds me of an earlier narrative Ron told 
where he stated that his daughters had married at a young age, probably as "a 
subconscious reaction to getting away from living with the autism." It is 
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interesting that although Ron does not talk about his relationship with his son as 
a burden - indeed, he earlier stated that he has not experienced any particularly 
negative effects as a result of his caregiving role - here, he frames the 
experience for his daughters only in negative terms: "burden", and already 
having "plenty on her plate." Ron specifically links this belief to his determination 
not to expect his daughters to have a major role in Victor's future care. He 
repeatedly uses the phrases "I don't want" and "I want" to emphasise this 
resolve. Ron's expectations of the future care of his son here reflect his 
concerns of protecting his other offspring from the challenges of the balancing 
act associated with caring for someone with autism. Yet, despite his concerns 
for his daughters' roles in the future care of their brother Victor, Ron still 
manages to position himself as a determined parent keen to support the 
wellbeing of all of his offspring, and eager to relieve his daughters of the burden 
of guilt for choosing to not assume roles in the care of their brother. In this 
narrative, as in many others, Ron figures as a 'manager' and a 'doer', and there 
is no suggestion that he will not be able to achieve what he hopes for. 
Once an individual narrative was interpreted both for structure, content, 
and performative features, each narrative was named in order to crystallise the 
main point gleaned from the analysis and communicated by participants 
(Fraser, 2004). In line with Fraser's suggestion, some narrative titles were 
directly derived from participant's words. For example, the worked example 
presented above was named "Sibling experiences: A sufficient burden". At other 
times, titles reflected my own understanding of the meanings participants 
attributed to their experiences. 
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Comparing and Contrasting Across Participants 
Analysis at each level, structural, thematic, and performative, facilitated a 
detailed, complex understanding of the lived experience of each individual 
participant. The next logical stage of analysis involved consideration of 
commonalities and differences between participants (Fraser, 2004). Close 
inspection of analysis memos across the group of participants facilitated the 
identification of common or related experiences, themes, and plots. These were 
clustered together using NVivo's® coding capabilities and grouped in meaningful 
ways so as to account for and explain similarities. In addition, counter-
narratives, which were defined as narratives that were inconsistent, exceptional, 
or directly contrasted with the majority of narratives on a similar topic, were 
grouped with their counterparts using NVivo's® tree node feature, providing 
further illumination on emergent themes. This ensured that the final report 
accounted for surprising and anomalous findings, and did not just attend to the 
most common perspective reported by participants (Fraser, 2004). The 
inclusion of deviant cases in analysis further enriched the study, provided 
additional insights, and facilitated the interpretation of the meaning of the 
interviews and the implications for service and policy development. 
Reporting Considerations 
In qualitative research writing, the aim is to create a text where the 
people who have been studied come to life, transmitting what the researcher 
has learned to a wider audience, and "creating a sense of 'feel' and 
'place'"(Sikes, 2005, p. 87) for the audience. In making the final report come 
alive, the researcher also acts to honour the stories participants have provided 
(Ely, 2006). 
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With these principles in mind, excerpts of raw data from interview 
transcripts are frequently included in the following chapters outlining the results 
of analyses. These excerpts are provided in the first-person case, which helps 
readers to hear that participant's voice. Thus, these stories rightly place the 
participant in centre stage and bring the reader closer to the people who were 
studied (Ely, 2006). It is my view that narratives presented using the 
participants' own voice have more power than those relayed and interpreted 
solely from the researcher's point of view. 
Providing extensive excerpts, including entire narratives, is also in 
keeping with a narrative research perspective, which emphasises the ways in 
which individuals make sense of themselves and their experiences through 
stories (Polkinghorne, 1988). Thus, it makes sense that narrative research 
reports utilise stories as a primary way of communicating findings. Finally, 
inclusion of excerpts allows readers to inspect raw data and judge the 
plausibility of this study's findings for themselves (Riessman & Quinney, 2005). 
Thus, in this thesis, I prefer to use verbatim quotes from participants, 
including entire narratives where possible. These quotes have been 
reassembled into continuous lines, rather than separated into clauses as was 
done to facilitate analysis. In addition, repetitions, false starts, and vocalisations 
such as "umm, mmm" have been deleted from quotes in the thesis where these 
do not have a bearing on the subsequent discussion so as to not overly detract 
from the import of these participants' narratives. Similarly, the interviewer's 
comments such as "yeah, mmm, wow" have been omitted from quotes included 
in this thesis where these did not appear to have an impact on the meanings 
communicated by the participants. At times, verbatim quotes required the 
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inclusion of additional words in order to complete the meaning for the benefit of 
readers who were not privy to the wider context of quotes. These inserted 
words are marked in extracts in this thesis using double brackets: [[word]]. 
Aside from verbatim quotes from participants, other forms of presentation 
were used in this thesis to communicate research findings. For example, a 
construct is a vignette or "inferred soliloquy" (Garner, 1986, cited in Ely et al., 
1991, p. 153). Constructs are created by the researcher and based on his or her 
observations and knowledge of a particular participant. Constructs facilitate a 
condensed presentation of "the essence of what the researcher has seen and 
heard over time" (Ely et al., 1991, p. 154). The actual words of the participant 
were used as much as possible in order to produce an authentic rendering of 
the participants' perspectives in constructs. In addition, other forms of 
presenting findings in this thesis include the use of a fictional clinical report and 
photography in order to crystallise findings and facilitate consideration of 
multiple perspectives on a particular issue. 
In order to reduce replication across the thesis and within chapters, 
results are discussed as they are presented, as is a convention of qualitative 
research reports (Hemsley, Balandin, & Togher, 2007). Finally, in this thesis, 
the offspring of older parents are referred to as adult sons or daughters. In my 
view, this term is more respectful of adults with lifelong disabilities than the term 
adult child, which may potentially contribute to the perpetuation of stereotypical 
views of adults with disabilities as children in adult bodies. 
Procedures to Enhance Quality in the Study 
In this study, a number of measures were taken to ensure the rigor and 
quality of the research findings to strengthen claims that this research depicts 
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an accurate and credible reflection of the experiences of older parents of adults 
with autism and the meanings they attach to these. 
Systematic Approach to Data Collection and Analysis 
Riessman and Quinney (2005) cite the use of systematic observations as 
an important component of quality narrative research. In this study, tape 
recordings were made of all interviews, with each transcribed verbatim so as to 
produce transcripts that could be inspected systematically and carefully 
analysed. Transcription was seen as part of the analytic process (Riessman, 
1993), with decisions on what is transcribed and represented in transcripts 
having an inevitable impact on the methods of analysis and findings. Thus, in 
this study, rules for transcription were taken from Balandin and Iacono (1999) 
(see Appendix H). The use of standard transcription conventions facilitated the 
representation of the features of the interview that were believed to be most 
important, including pauses and overlapping talk. 
Acknowledging the Role of the Researcher 
Demonstrating reflexive research practice involves acknowledging and 
explicitly describing the researcher's background, experiences, and 
perspectives in order to account for how these may influence the research 
findings (Creswell, 2007; Rice & Ezzy, 2005}. This is also consistent with a 
narrative approach to analysis, which acknowledges the co-constructed nature 
of narratives (Riessman, 1993). 
With this in mind, I feel it is important to provide some information about 
myself. I am a qualified speech pathologist with seven years of postgraduate 
experience working with families of individuals with communication difficulties, 
including people with autism spectrum disorders. Thus, I entered this study with 
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a pre-existing, in-depth understanding of autism. This background provided me 
with a perspective derived from my clinical experiences on the experiences of 
older parents in the current study. My expertise and interest in communication 
provides me with an understanding of the impact of the participants' son's or 
daughter's communication disability, albeit from the perspective of a health 
professional. Furthermore, as part of my professional training, I have developed 
excellent communication skills, including listening skills. Thus, my professional 
training has provided me with strong skills which have supported my ability to 
interview and engage with the parents in this study. In addition, before or during 
the interviews as a natural result of the flow of conversation, I disclosed to most 
parents that I was a speech pathologist. This may have impacted on the ways in 
which parents narrated their experiences and the information that they chose to 
divulge during the interviews. In particular, knowledge of my professional 
background may have influenced parents' narratives about working with formal 
services, particularly speech pathology. 
My professional background also had the potential to influence how I 
interpreted parents' narratives of interactions with formal services, which 
includes speech pathology. In order to ensure that I arrived at a trustworthy 
interpretation of the data rather than an interpretation that simply reflected a 
reaction as a professional to veiled or outright criticism of my professional field, I 
carefully read and reflected on individual narratives. Any emerging interpretation 
of data was explored and discussed with my supervisors in an attempt to 
provide an honest understanding of the data that reflected the truth of 
participants' perspectives. 
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An additional issue that I reflected on when interpreting the data is that I 
am a young woman of 29 years with no children. I am the eldest of three 
daughters and live with my parents and one of my younger sisters. Thus, my 
own personal background may have impacted on my role in the interviews and 
the meanings which I gleaned from the older parents' narratives. My difference 
in age, gender, and experience of parenthood to that of the participants may 
have impacted on how parents engaged with me during interviews. However, 
being na"ive to these older parents' situations may also have assisted me in 
avoiding assumptions and remaining sensitive to the meanings relayed in 
interviews. My lack of experience in terms of parenthood and ageing may have 
made me less likely to assume a common understanding between myself and 
participants, but rather, clarify points to gain a true reflection of participants' 
perceptions. Checking and clarifying meanings during interviews allowed me to 
develop a shared understanding of participants' experiences, including their 
individual family histories and experience of diagnosis. 
Verification of Participants' Accounts 
Verification of participants' accounts occurred in three stages during the 
study. First, I clarified meanings and checked details with participants in real 
time during interviews through the use of closed questions (Riessman, 1993). 
Follow-up interviews also provided an opportunity for me to clarify details and 
receive feedback on any initial interpretations. Then, following the verbatim 
transcription of interview data, transcripts were returned to participants for their 
perusal (Fraser, 2004). This provided participants with an opportunity to make 
corrections, additions, or remove narrative detail from transcripts. In these 
ways, I attempted to ensure the accuracy of data prepared for analysis, without 
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presuming that gaining participants' verification of interpretations are necessary 
in order to establish credible findings (Silverman, 2006). 
The Use of Multiple Researchers 
I met regularly with my supervisors to discuss emerging findings from the 
data. Discussion centred on how the narrative data had been analysed and 
interpreted, with specific examples from the data set used to strengthen any 
claims. Further, all raw interview data was provided to the principal supervisor. 
This allowed the principal supervisor to inspect raw data and discuss the degree 
to which emerging findings were truly grounded in the experiences of the 
participants rather than reflecting individual biases. Further, the involvement of 
more than one person in the interpretation of narratives allowed for the 
consideration of multiple perspectives (Rice & Ezzy, 2005), thus ensuring that 
findings reflected a nuanced and detailed description of the lived experience of 
older parents of adults with autism. 
Plausibility in the Reporting of Results 
In this study, the plausibility of findings are strengthened by the manner 
in which these are presented. Specifically, results are provided through detailed 
descriptions of the experiences, personal histories, and perspectives of the 
participants. In doing so, not only are common or shared stories emphasised, 
but through deviant case analysis, counter-narratives are presented, which add 
shades of meaning and interpretation to the final report. Findings and claims are 
further supported by the extensive use of direct quotes in the body of the 
discussion. This invites readers to inspect raw data themselves and make 
decisions regarding the adequacy and plausibility of the claims made. 
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CHAPTER 4 
LIVING WITH AUTISM: A BALANCING ACT 
As discussed in Chapter 1, parents of people with autism face elevated 
stress levels compared to the parents of people with other disabilities (Benson, 
2006; Bromley et al., 2004; Magana & Smith, 2006; Sharpley et al., 1997). From 
a family systems perspective, the family is seen as a social system in its own 
right, a holistic structure whose members are interrelated and impact on and 
shape one another (Turnbull & Turnbull, 1990). Yet, little is known about how 
the presence of autism, as a unique input factor, or characteristic of a family 
system, impacts on older parents, and indeed, the functioning of the entire 
family system. Further, little is known about the nature of the strains, stresses, 
rewards, and gratifications experienced by older parents of adults with autism in 
their caregiving role (Seltzer et al., 2004). For instance, it is possible that the 
core deficits of autism in communication and social interaction (American 
Psychiatric Association, 2000), and impairments in prosocial behaviour (Travis 
et al., 2001) may affect the nature of the parent-offspring relationship 
(Greenberg et al., 2004; Hare et al., 2004), a major source of reward for older 
parent caregivers (Grant et al., 1998). Thus, the deficits of autism may influence 
the benefits of caregiving that are available to the older parents of people with 
autism. 
This dearth of information in the literature on the nature of the family 
system and the demands and gratifications of caregiving within this specific 
context suggest a need to specifically focus on older parents' narratives of living 
with autism. This fact prompted the inclusion of this chapter theme within the 
thesis, with narratives of parents' lived experiences interpreted using the 
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participants' perspective of the demands and gratifications of caring for a son or 
daughter with autism. In line with this position, sub-sections of this chapter were 
used to elucidate findings that were drawn from a close reading of interview 
transcripts, detailing the specific demands and gratifications described by the 
participants, and detailing interactions at the full range of subsystems within a 
family, including at the marital, parental, sibling and extended family level. 
Finally, the present data will be discussed in reference to implications for 
service provision with families of adults with autism. 
Results and Discussion 
Pulled in Every Direction 
I think the impact is, well, greater than people who haven't been through 
it can imagine basically. And I mean, it doesn't matter whether it's autism or any 
other severe disability, the remainder part of the family are affected, well, in 
every way. Socially, emotionally, mentally, even physically. And the need to -
need's not the right word- desire - to have empathy with the disabled one, 
again, this doesn't have to mentally disabled. I think physical, people in 
wheelchairs have the same situation. You have the empathy, you want to do the 
right thing. There's still love and desire and need to assist and all those sorts of 
things that you would have with any other member of the family, sort of 
multiplied by a factor of five or ten, I don't know, a hundred? And the stresses 
on all these families is just immense. And the very good and very stable 
manage to ride through it and the ones that aren't quite so emotionally attached 
or stable or whatever break up and fall asunder. And we've just seen it so many 
times. 
- Barry, father of Matthew 
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Narratives identified within the interview transcripts of 16 older parents of 
adult sons and daughters with autism were analysed for insights into their 
experiences and perceptions of their role as older parents. Despite their varying 
circumstances, these parents' narratives reflected the notion that much of their 
experience was a delicate balancing act. Thus, the experiences of these older 
parents could be likened to a tightrope walker. Tightrope walkers' success lies 
in the careful balancing of their centre of gravity above their feet to ensure that 
they avoid falling either side of the high wire. Similarly, older parents' 
experiences involved the careful negotiation of different forces that had the 
potential to shift their centre of gravity and cause unsteadiness. As Barry's 
narrative at the outset suggests, the family's very survival, whether they 
"manage to ride through it" or "break up and fall asunder", depends on the 
degree to which families are able to maintain balance. Indeed, parents' 
narratives revealed that they face the challenge of balancing pulls from their son 
or daughter with autism with their own needs and desires. Consistent with 
family systems theory (Turnbull & Turnbull, 1990), older parents' narratives 
reflected the interconnectedness of family members even in the later stages of 
the family life course, and reinforced the notion that the disability of one 
member in the family held numerous impacts on other family members. 
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Figure 1: A Balancing Act 
Pulls From the Son or Daughter with Autism 
Managing the Symptoms of Autism 
One major pull described by older parents involved the need to manage 
the symptoms of autism displayed by their son or daughter. In narrating their 
own lived experiences, parents spoke in depth about how they attempted to 
manage their son's or daughter's symptoms in daily settings such as during 
social occasions, at leisure, and while engaged in the routine activities of 
everyday life. In particular, parents told stories about managing their son's or 
daughter's challenging, stereotypical or ritualistic behaviours, and difficulties 
with social interaction. Most parents opted to work around or avoid their son's or 
daughter's behaviours rather than confront them directly. For example, Gary 
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and Christine described how they handled a Christmas Eve street party with 
their son: 
You know when you put nibblies on the table? All the neighbours around. 
He comes and goes [gestures throwing food into the air]. I go, oh, no, it's 
all right. Yeah, hey, gee, you know. So you avoid doing it. So now we 
always leave the Christmas thing. Usually we have Max home for 
Christmas so I'll go. They sit out the front one of the houses. I'll go down, 
have a few drinks and then Christine will go. We just don't go both 
together because we've gotta look after Max. 
Thus, avoidance of social situations with their son constituted a key 
strategy that Gary and Christine used to manage their son's behaviours. By 
working as a team, Gary and Christine facilitated their own attendance at the 
party, albeit not together as a married couple, at the same time catering for their 
son's needs and managing the situation of having a different vision of family. 
Yet, avoidance or working around the symptoms of autism did not appear 
to be always motivated by the parents' unwillingness to work with, or decision 
not to confront, their offspring's behaviours. Rather, some parents did not seem 
to be aware of other ways to handle such situations. Elizabeth's narrative about 
dining out with her son illustrates this point: 
Like say, he likes to go out at night to the pub for a meal. He's very 
methodical in ways. It's strange at times. If I say, 'Well, we'll go at six 
thirty, we're eating at seven", "No." If I say, "Six thirty," he says, "Six." 
And he'd say "Did you book it? You've got to book it." You can't tell him 
ahead of time because then he gets, I don't know, overanxious ... Goes 
beserk. And it's non-stop. 'What time have we got to go?" And he knows 
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it. And you say to him "Mark, you know the time. What time?'' He says, 
"Oh, six thirty." But he keeps making demands on you ... How do I work it 
out? See, there's nowhere you can go to and say now this is what? How 
do I tackle that kind of behaviour? ... So then you just let it slide. 
Thus, although Elizabeth expressed frustration at her son's ritualistic and 
obsessive behaviours, she did not feel equipped to manage his behaviour in 
more proactive ways. Indeed, she concluded that the only strategy she was 
able to draw on was avoidance or just letting things 'slide'. Indeed, without the 
safety net of services, many parents in this study tried to balance their parenting 
role with the rest of their lives as best they could and were unlikely or unwilling 
to be creative in the strategies they employed to manage the challenging 
behaviours of their son or daughter. Instead, most parents relayed the view that 
they preferred to avoid conflict because the consequences were potentially 
either too overwhelming or too difficult to deal with effectively. Conflicts often 
culminated in "disaster narratives", as will be presented later in this chapter. In 
contrast, use of avoidance strategies enabled these parents to maintain their 
son's or daughter's equilibrium, as well as promote a degree of peace at home. 
In addition, parents reported using avoidance strategies simply because they 
knew they worked and they had no other resources. Yet at the same time, not 
being equipped with other strategies to deal with these difficult behaviours had 
a negative impact on parents' perceptions of self efficacy. As Bev said, "I'm not 
game to force him to do things. I'm really not." 
The use of avoidance strategies alone was often far from ideal. For 
example, use of avoidance does not promote the learning of other more 
adaptive behaviours, but may actually ensure the continuation of challenging 
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behaviours (Johnson, O'Reilly, & Vostanis, 2006). Further, avoidance held a 
number of implications for parents' lives, including placing the onus on parents 
to accommodate their son's or daughter's behaviours by regulating their own 
lives. Indeed, just as the success of a tightrope walker is solely dependent on 
his or her own balancing skills, older parents too saw themselves as lone 
figures, treading a tightrope of responsibility for maintaining the equilibrium. In 
doing so, many parents were prepared to go to considerable lengths to support 
their son or daughter with autism. Perhaps the most extreme example of these 
efforts was described by Barry and Jane. 
Barry and Jane described a sudden and dramatic downturn in their son's 
behaviour at his group home. This crisis situation culminated in an unusual 
solution whereby their son Matthew lives in a group home for six weeks, 
followed by six weeks of living with his parents in the family home, 
approximately 1,400 kilometres away. In order to support their son and maintain 
his current residential placement, Barry and Jane reported that every six weeks 
they spend three days traveling to pick up their son from his group home and 
return to their family home. Barry commented: 
Look, the first week after Matthew goes back is a week of despair. That's 
what it boils down to. Right, Matthew's not with us anymore. How is he 
faring back at the house? Are things going as well as they are telling us? 
Can we believe what they tell us? Oh gee, I wish he was home here, but 
no, we can't cope full time. So, the first week is getting back to inverted 
commas "normal". Then you have four weeks of normality. And then 
you're saying oh it's a week, he's going to be home again in a week. 
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We've got to start planning for that. So, no, I don't think your life ever 
becomes what other people would call "normal". 
The lengths older parents take in support of their son or daughter with 
autism are further illustrated by the way that parents focused on how they 
managed change with their son or daughter. 
Managing Change 
A key way parents managed to live peaceably with their adult son or 
daughter with autism was by managing change, particularly change in their 
son's or daughter's routines. Strategies for minimising change that placed the 
onus on parents to regulate their own behaviour were evident in how parents, 
whose offspring resided in a group home, handled their son's or daughter's 
visits to the family home. For these parents, managing change often meant that 
they refused to interrupt their son's or daughter's schedule for home visits on 
the weekend. Louise described her family's routine this way: 
He comes home at the weekend and he comes home on public holidays 
and he's at home the greater part of the Christmas vacation. After about 
four to five days he gets a little restless and he goes back to the house 
for two nights or so and then comes back home. That's how we work it ... 
And if he didn't come home I think he'd nearly bring the roof down. He's 
just obsessed with being at home. 
Here, Louise points out that the motivation for sticking rigidly to home 
visiting schedules was to avoid upsetting her son. Louise's narrative above 
illustrates that adherence to consistent routines held a number of benefits, 
reflected in the stories of other older parents. Indeed, the maintenance of 
predictable routines plays an important role in typical families, as well as 
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families of people with disabilities. Many parents of sons and daughters who live 
in group homes expressed a similar hesitation to cancel or alter their pattern of 
home visits due to the possible behavioural consequences. For example, when 
describing his reluctance to disrupt his son's routines for home visits, Gary said, 
"Unless we forfeit Max's emotional stability to do it, or what we think would 
interfere with his emotional stability." 
Routines and rituals provide a sense of constancy and stability to family 
life, as well as an organisational framework to activities (Schuck & Bucy, 1997). 
For families of people with lifelong disabilities, predictable routines may facilitate 
the integration of the person with a disability into family activities as they provide 
predictable expectations for performance and participation (Larson, 2006). 
Yet, for many parents in the current study, this approach effectively 
reinforced the belief that the responsibility for managing their son's or 
daughter's behaviours rested with them alone. Indeed, rather than fostering an 
approach that promoted a belief that problem behaviours were remediable and 
potentially responsive to change, many parents adopted sole responsibility in 
their approach to managing change. For some parents, this included having a 
role in managing change, even when their son or daughter was at the group 
home and not with them, rather than deferring to group home staff's directions. 
For instance, Louise described how she takes the lead in directing staff at her 
son's group home what to say to her son when he repeatedly asks if he is 
coming home on the weekend. She said: 
He'll keep saying, "Ooh, coming home, for a holiday?" Or, "Coming home 
Sunday morning? How long?" And if anybody says they don't 
understand, because they're thin [of] staff, perhaps through an agency 
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that doesn't understand his autism, he'll then react. We usually try to 
inform anyone that's there what to answer, to say yes, he is ... but it only 
needed someone else to tell him the opposite, then of course that would 
negate anything the staff said. 
According to Lazarus and Folkman's (1984) model, negative appraisals 
may increase parenting stress, thus compounding the burden already 
experienced as a result of the challenging behaviour displayed by the son or 
daughter (Greenberg et al., 1993). However, some parents were able to 
manage change if they were supported. Bev narrated how her son manifested 
resistance to change when he was a child: 
The Woolly Cardigan 
He was like it as a kid. He would wear this navy blue jumper all the time. 
I couldn't, on the hottest day he used to make me wear mine. And I feel 
the heat something terrible. And even in those days I used to feel so hot. 
And it's a steaming hot day, so as not to upset him and have a tantrum, 
he'd have terrible tantrums, so I wore it. Until a counsellor at the time 
said "You don't put up with that. You don't do it. You just take it off." And 
which of course I did then, got the tantrums over with and I was able to 
go free without my woolly cardigan on. 
Thus, Bev was able to break free of the restrictions placed on her by her 
son's resistance to change when supported to do so. The counsellor stands out 
distinctly as the voice of an authority figure in comparison to Bev's voice in this 
narrative, appearing as direct speech in the form of a directive. Although Bev 
initially opted to manage the situation by avoidance and giving into her son's 
preferences, she was able to use a different strategy when helped to do so. 
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Current thinking advocates the focus on interventions that aim to strengthen 
and support families' abilities to provide care (Nolan et al., 1996). Thus, families 
must walk the tightrope themselves but hopefully have support or a safety net 
from services. In providing facilitative interventions, services may supply the 
needed safety net required by families before they will attempt different 
approaches to managing behaviours. 
Supportive services promote a family's ability to successfully negotiate 
their own balancing act. Bev's experiences underscore the need for targeted 
interventions. Such interventions equip family members with the skills 
necessary to successfully manage challenging behaviours in proactive ways. 
Indeed, it appears that otherwise older parents are inclined to only use 
avoidance of challenging behaviours, at times to their own detriment or 
inconvenience, as Bev's later experiences will testify. 
With or without support services, this group of parents' narratives 
indicated that they continued to be affected by their son's or daughter's 
routinisation across the life course, which often resulted in disaster narratives. 
These narratives commonly related traumatic incidents where the son or 
daughter had displayed violent or offensive behaviour towards others. 
For example, even though Bev's narrative about the woolly cardigan 
indicates that she had experienced some success in proactively dealing with 
her son's resistance to change with the support of a counsellor, disaster stories 
featured prominently in her more recent experiences. Bev described what 
happened when her mother, who resided in a nursing home, first was moved to 
another room and subsequently died. She related: 
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I mean there was awful troubles when my mother died and it changed 
Paul so much and his behaviour was so bad that I hate to think what it's 
going to be like when I go. You see, it's another routine thing. I took him 
down to her place every single Sunday. And that was a routine. And 
when she got old, she moved to a retirement village first of all. And there 
was problems with that, but he accepted it reasonably well. He was still 
going to see her. And then she went to a nursing home. There was more 
problems with that. I can tell you, there really was. He was always very 
agitated and wound up the whole time we were there. And at first she 
was in a room I think with three other old ladies and two of them used to 
give him Jollies and things like that, you know. Well, one day the lady 
next to her died and my mother got very very upset. Really, really upset. 
So they moved her to another room where there were three different old 
ladies. Paul didn't like it. He got upset and he attacked one of them. He 
tried to attack both of them. And it was only me moving so quickly I think 
that, that- He was banned from going there again. And I understood 
that. So what I used to have to do was we went see her just the same 
and I used to wheel her out and we used to take her for a walk and stuff 
like that in the wheelchair. Then they moved her ... But all that was a 
buildup of him getting slowly more and more wound up and more and 
more agitated. And when she died of course all hell broke loose. 
Bev commences this narrative with an abstract that provides a sense of 
foreboding for the listener. From the outset, Bev signals that this story held a 
particularly strong negative meaning for her. A series of disasters are described, 
each one prompting increasingly difficult behaviour responses from her son and 
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deterioration in his ability to cope. The direction of the narrative reaches a 
crescendo, culminating in "a// hell" breaking loose. In fact, Bev's incomplete 
sentence, followed by a pregnant pause: "And it was only me moving so quickly 
I think that, that -"allows the audience to wonder about the 'what ifs'- what if 
Bev had not moved so fast?, what might have happened?, what even more 
disastrous consequences were averted simply as a matter of chance or 
coincidence? These features further emphasise for the audience the sense of 
disaster that Bev experienced. 
This narrative became a pivotal story that had a strong bearing on Bev's 
current actions and her philosophy on how best to work with her son. In fact, 
fear of precipitating a similar repeat of her son's behaviour led Bev to avoid 
disruptions to her son's routines at all costs. She said, "Paul and I get on very 
well, you know, but I do exactly what he wants. I don't argue."Thus, for Bev, the 
experience of walking the tightrope was dominated by the need to respond to 
and preempt the demands and possible reactions of her son. Indeed, the need 
to remain vigilant and expect imminent crisis was a commonly expressed theme 
across many parents' stories. As a result of this crisis expectation, Bev 
described adjusting her own routines to suit her son's preferences in order to 
avoid an escalation in his behaviours. The support she had received in dealing 
with her son's resistance to change when he was a child did not appear to have 
carried through and increased her sense of competence to deal with similar 
issues in her son's adulthood. Rather, each challenge Bev faced appeared to 
constitute a new and discrete event to her. Thus, it cannot be assumed that 
parents are always able to successfully apply skills learned within one context 
to other situations at another time. Such evidence underscores the importance 
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of ongoing support services for families of people with autism throughout the life 
course. Aside from our understanding of the trajectory of autism across the 
lifespan (Shattuck et al., 2007), the changing difficulties confronting families 
throughout the life course indicates a need to extend interventions so that they 
are available to all adults with autism and their families regardless of age. 
Personalised support from professionals may provide families with the safety 
net they require to give them the confidence to try new ways of managing in the 
knowledge that they will be caught if things go wrong or if the balancing act 
fails. 
Aside from fear of the behavioural consequences of change, parents 
were also motivated to minimise disruption to their son's or daughter's daily 
routines because of their own beliefs about the meaning of quality of life for their 
son or daughter with autism. Indeed, many parents expressed the belief that 
people with autism are happiest when the equilibrium of their environment is 
maintained. Rose emphasised this point when she described her son's poor 
relationship with his older sister, Sarah. I asked Rose how her son's bad 
reaction to his older sister impacts on her and her son. She said: 
Oh, well it doesn't matter to Simon. The bottom line there is that Simon 
doesn't care as long as he's got his little patterns of routine and he's 
comfortable and secure. That's the word, secure. Knowing he's secure, 
all those other things are irrelevant. 
Thus, Rose responded that she and her daughter came to the conclusion 
that her daughter could not do "the one-to-one" with Simon, or have a direct 
personal relationship with him. Instead, Rose was convinced that the best she 
and her daughter could hope for was to see Simon settled and secure, even if 
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that precluded him having a meaningful relationship with his sister. Yet, this 
situation held implications for Simon's future, given that siblings usually oversee 
care of their adult brothers or sisters with a lifelong disability when parents die 
or are otherwise unable to continue providing care (Dew et al., 2004). Indeed, 
Rose confided that she expected that in the future her daughter would take over 
care of her brother. Anticipating her daughter's future role in the care of her 
brother, Rose said, "And she won't let the side down when I go. [laugh]" 
Yet, Rose felt that this did not require her daughter to have any direct 
personal relationship with him. Of note is the fact that Rose's encouragement of 
Sarah and Simon leading separate lives seems to be at odds with her belief in 
the inevitability of her daughter assuming the primary role in Simon's future 
care. Rose did not provide further clarification on how she manages to reconcile 
these two apparently contradictory beliefs. Instead, she added: 
She just doesn't want to have an ongoing, you know, personal 
relationship because it's too distressing. Yeah, it's not fair. Not fair for 
her. 'Cos she's seen what I've gone through, all her life, and I sort of 
thought you don't have to do that. Just be there in the background. But 
that's the legacy, isn't it? [laugh] 
Thus, consideration of what was best, both for Simon and his sister 
Sarah, led Rose to conclude that keeping stable patterns of routine and rituals 
for her son was the best way to promote quality of life for him. In fact, this strong 
belief in her son's preference and need for stable routines prompted Rose to 
come to the conclusion that her son would be better off if she did not visit him at 
his group home. In explaining this, Rose said: 
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You can't be involved with Simon on a day-to-day basis if he's not going 
to be here twenty-four seven because it just doesn't work. So it's best 
that I'm out of the picture a lot of the time. Like I don't even go over to the 
house anymore because the few times that I've gone over the house he 
panicked because he doesn't know why I'm there or what we're gonna 
do and he gets confused. It upsets his little safety net, whatever it is, or 
that thing in his mind, yeah. And so I don't even go over there any more 
and they just bring him over in the van every now and again and he runs 
in and runs out. 
Here, Rose states her belief that she can't be involved with her son on a 
day-to-day basis as a simple truth. To quote Rose, 'it just doesn't work". Indeed, 
for Rose, the most important thing is to ensure her son's happiness and 
comfort, which in her perspective is facilitated by stable routines. Thus, Rose 
attempted to persuade her audience that she is happy to abide by her son's 
routines as she believes it makes him happier, even at the sacrifice of seeing 
him regularly. Although Rose's decision to limit her contact with her son was not 
a common decision for the participants, the beliefs underlying her decision were 
characteristic. Thus, beliefs in the meanings of quality of life for people with 
autism also led some parents to avoid disrupting stable routines. 
However, other narrative plots constructed by Rose provided insight to 
the degree she is really satisfied with the current situation. In fact, a number of 
Rose's narratives can be defined as tragedies: for herself, her daughter, and 
Simon. For example, Rose repeatedly described her experiences of re-
attempting to care for her son at home. She said: 
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Simon was unhappy, losing weight and he was vel}' sad and so I thought 
oh, I'm going to tf}' and bring him home and have him live at home and 
see what I can do. You know it's time to have another go, yeah. And he 
was about twelve, thirteen at the time. And so I brought him home and 
we went to live down the coast and it was a nightmare. So that didn't 
work. So I put him back at [the institution]. And they didn't want to take 
him back, not at all. And I begged them. [laughs] They're saying it won't 
work, it won't work and I'm saying well you know, I want to tf}', he's not 
happy, I'm going to tf}'. And I tried evei}'Where else in the state, in 
Australia to get him into another place because I thought well it's [that 
institution] that is not working for him. But there was nowhere. So I had to 
go and crawl back to the [institution]. Please take him back. Because it 
wasn't just for Simon, it was for Sarah. He was really aggressive with 
Sarah ... And then years later again I tried to bring him home. I tried 
again. In the eighties, I got my first housing commission flat up at [a 
metropolitan suburb]. I thought I'll tf}' again but it didn't work. 
In this narrative, Rose depicted herself as a woman eager to fulfill her 
normative mothering role yet defeated time after time. Although she concluded 
that limiting her contact with her son is the best thing, not only for Simon, but 
also for her daughter, she still felt strong regret and disappointment about the 
situation. Indeed, Rose's belief that routine and structure are more important to 
her son than family relationships appeared to reinforce her beliefs that her life 
has been a tragic one. Her experiences as a mother are atypical, even when 
compared to other parents within this study, and indeed with parents of adult 
sons and daughters with other lifelong disabilities. For instance, it is widely 
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acknowledged that parents of people with intellectual disabilities often 
experience extended parenting careers as stages of the typical family life cycle 
are delayed (Bigby, 2004). Krauss and Seltzer (1993) argued that rather than 
becoming a burden, the normative and familiar nature of parental caregiving, 
even for an adult son or daughter, may provide a sense of satisfaction to these 
parents in later life. Yet, in Rose's case, her caregiving was not normative. 
Further, Rose's beliefs of what quality of life constituted for her son also meant 
that she could not benefit from any satisfaction from care in her role as a 
mother. She spoke about a hypothetical relationship that might have been: 
What could have been if Simon had been, you know, so called normal 
[gestured quotation marks] [laugh]. And I'd have been able to have him 
with me. How different it could have been. Yeah. I'll always be sad that I 
had to send him away. I'll never ever get over that. {laugh] You know that 
you're never going to have that. Yeah. That relationship that maybe 
could've been. It couldn't be. [laugh] Yeah, that's the sad part. 
Of note within the above narrative, and indeed throughout Rose's 
transcripts, is that she laughed frequently, yet these laughs were often at odds 
with surrounding comments. Indeed, Rose frequently laughed after making 
comments that were particularly tragic or poignant. Rose's laughing seemed to 
function as an attempt to break the mood and distract her from the devastation 
she felt under the surface. Elizabeth, whose use of black humour also pervaded 
her interview, said, "I know I'm making light of it, love ... That is the only way you 
can cope." 
Thus, for Rose, balancing the needs of her son with those of herself and 
her daughter left her with regrets. While leaving the caregiving of her son 
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entirely to his residential placement reduced her stress, it simultaneously 
undermined the rewards and meanings she had also experienced in this role. 
Thus, parents of adults with autism who take similar actions may face feelings 
of guilt or disappointment if they feel unable to reconcile their role as a caregiver 
and parent with their beliefs of what quality of life constitutes for a person with 
autism. This is one of several issues that add to the feelings of guilt or sadness 
that often featured within these parents' narratives. Therefore, when working 
with older parents, service providers need to keep individual parents' coping 
strategies in mind (Grant et al., 1998). 
The best fit of services with parents are those that not only relieve 
parents of burden, but also maintain the satisfaction that parents gain through 
caregiving (Bigby, 2004). Thus, service providers working with older parents of 
adults with autism may need to pay attention to how older parents view the lives 
of their offspring with autism, and the impact of these views on their 
relationships with their sons or daughters. Indeed, the variability in parents' 
perspectives on their sons and daughters is further highlighted in how they 
perceived situations where the routines of the individual with autism involved 
others. 
When Routines Involve Others 
For some parents, managing change was a challenge. For instance, 
Gary pointed out: 
The only real problems are when his rituals involve another person. If 
he's rocking or doing something that doesn't involve us, it's not so bad. 
But when he wants us to be part of the ritual, which is what he has now, 
because we have to repeat back to him what he's gonna have for his 
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dinner and all that sort of- And then he can't control us as much as he 
can control himself, so then it's problematic in a way. But I mean, we go 
along with it all right sort of thing, and we try and reduce it down, our 
involvement. We try and cut the wording down as much as possible so 
that it's quicker and easier. 
Gary's comment highlighted that the use of avoidance strategies may be 
less successful and hold a greater cost for parents when applied to situations in 
which their son or daughter attempts to involve them. Indeed, these situations 
are viewed as an attempt by their son to control them. Gary and Christine 
described a specific situation to illustrate this predicament. They remarked that 
their son is obsessed with coffee. They have managed to limit him to drinking 
coffee only following each meal. However, Christine, who generally prepares 
the family's evening meal, said: 
But he pushes me along a lot. Like, he would like the day finished at four 
o'clock and so I sometimes, if he's home on Saturday, I disappear for a 
couple of hours. Because if it's Gary he thinks, dad doesn't make dinner, 
you know, so he just relaxes. 
Gary added: 
If the day's running too early, well then you have to stagger it back 'cos 
he tries to compress the day. He wants the meals quickly because she 
gets the coffee after each meal. If he's woken up early, has breakfast, 
then he'll want lunch about eleven o'clock. You've gotta try and stagger it 
back. And then that's done too early, well then four o'clock, you might as 
well have tea ... So if Christine takes off, well then after a while, he'll 
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settle down, and just sit around a bit and not warty, and that'll stagger 
back tea time then. 
Thus, although parents may ''work around" the symptoms of autism, at 
times this places a strain on them. For these parents, a tension exists between 
balancing the needs and demands of their son and daughter with autism and 
their own needs. In Gary and Christine's case, this tension prompted a team 
approach in order to successfully stabilise a potentially taxing situation. Indeed, 
their narrative illustrates it is possible to balance the needs of the parents and 
those of the person with autism, although such balance may hold certain costs. 
To avoid being controlled by her son and being forced to cook and serve dinner 
early, Christine needed to follow certain steps in order to extricate herself from 
his demands. Yet, the paradox remained that in attempting to evade their son's 
control and balance his needs and preferences with their own, Christine and 
Gary found their own actions were in fact controlled. 
However, not all parents painted a negative picture when describing 
being drawn into the rituals and routines of someone with autism. For instance, 
when describing her concerns for the future, Audrey said: 
If I'm too old to sort of do anything, you know. I kind of think, oh what's 
going to happen to him ... And of course I'm the security blanket 'cos I'm 
his only link. And whereas I'm reasonably healthy, I have a few 
problems, and of course he gets really concerned when I'm not well. You 
know, if I die, he's high and dty so to speak. 
Thus, Audrey described herself as her son's "security blanket". This 
comment indicated a positive evaluation of her role with her son. Indeed, just as 
a young child may request a security blanket because it is a familiar, constant, 
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and loved object, Audrey believed her son sought similar security from her. 
Likewise, Louise's son's preference for his parents' company during certain 
activities appeared to support her in her caregiving role. She said: 
I was only speaking to a mother the other day and she just mentioned 
about her son shows more preference for her. And I think that Steven 
does too. He's fond of his dad too but he likes one of us to sit with him 
while he's watching something on TV ... It's not as though you're dealing 
with someone like he was originally, with really showing little emotion, or 
very little, with regard to any exhibition of affection at all. Whereas he is 
now. 
Thus, some parents may be able to reframe their adult offspring's 
demands in a positive light. Such attributions may become a source of 
satisfaction for these older parents, supporting their belief of being needed, 
wanted, and appreciated by their son or daughter (Grant et al., 1998). 
Parents did not universally interpret their son's or daughter's attempts to 
involve them in their own routines as positive. Elizabeth, for example, relayed 
how her son Mark resists changes to the involvement of support services in his 
care. She said: 
Well basically Mark's not very comfortable with me getting any support 
for him. Because Mark, as I said, up until 2000, Mark wouldn't go 
anywhere and the services wouldn't make him. So therefore what I had 
to do was lay down the Jaw. And by doing that, that has made me 
unpopular with him at times. Because you see, his perception is that he 
stays at home, goes out, visits the neighbours, does what he wants when 
he wants, and that's fine. Any future and thinking is no. No changes. So 
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of course, without having the services or support services to provide that 
support and help him change it has been an ongoing battle. 
Rather than strengthening her sense of feeling appreciated by her son 
and experiencing reciprocal affection, Mark's preference for Elizabeth's 
involvement in his care constituted an additional burden for her. Indeed, 
Elizabeth's description of "an ongoing battle" with her son, attempting to 
balance her son's preferences and needs with her own preferences and needs, 
indicated that she made negative appraisals of her son's dependence on her in 
his routines. Elizabeth felt manipulated by her son. She commented, "He tells 
me, 'Not working.' He tells me. 'You're trying to make changes. Won't happen."' 
Thus, although some parents were positive about their offspring's 
attempts to draw them into their own routines, other parents saw such actions 
as manipulation, which had a negative impact on how they made sense of their 
caregiving work. In addition, Elizabeth's narratives carry an underlying tone of 
anger that she has been, and continues to be, unsupported by support services 
in managing the challenging behaviours of her son. Without adequate service 
support, older parents are essentially left to perform high wire balancing acts 
alone, without the safety net of services to catch them when the act fails. 
Service support not only improves the quality of life of people with autism and 
challenging behaviours, but may also enhance parent's positive appraisals of 
their relationship with their offspring. A positive relationship is a valuable source 
of satisfaction for parents of people with disability in their caregiving role (Nolan 
etal., 1996). 
Parents attempted to manage the symptoms of autism, and in particular, 
minimise change, in the belief that in doing so they promoted their son's or 
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daughter's best interests. Yet, this commitment disrupted the balance for all the 
family, as the following stories indicate. 
Pulls From Individual Parents 
Running My Life 
'Cos Andrew will often say, "I'm sick of this being autistic. Sick of it. I wish 
it would all go away." And I said, 'Well, we'd all like that. But the fact is that 
whether we like it or not it actually runs your life which in turn runs my life to a 
certain extent because we've always got to compensate for that or get around it, 
you know." 
-Audrey, mother of Andrew 
Regimentation of Life 
Most parents described their lives as regimented as they attempted to 
conform to the routines which they believed their adult son or daughter required. 
Bev described a typical weekend with her son this way: 
Well he always wants to go to a shopping centre. And it's not through 
want of trying would he like to do something else but that's what he 
wants to do. And his routine is exactly the same, whether I go all the way 
to {one shopping centre] or whether I just go round the road to [another 
one]. We do exactly the same thing ... We go and he has the same thing 
to eat and to drink when we go out. We collect the same things that he 
wants to buy that he likes to have here, like his lemonade, his balloons. 
He's got a fetish over balloons he's had since he was a baby practically. 
And we do that. There can't be any change in that. He'd get really upset. 
When he's done all that, I'm not allowed to look around the shops or 
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anything like that, we go home. And on the way, no matter what the time 
is, and it can be as early as quarter past ten ... So he's having his lunch 
quarter past, half past ten. [laugh} And that's the same too. He either has 
McDonald's or he has Kentucky Fried Chicken. Can't change it, you 
know. 
For parents whose son or daughter lived in a group home, this meant 
that their lives lacked spontaneity or flexibility when their son or daughter visited 
over the weekend. In the above narrative, Bev makes use of words such as 
"can't", "no matter what", and "not allowed". These phrases suggest a sense of 
a lack of control or authority on Bev's part to determine what she does during 
the day. Further, Bev's use of verb tense similarly suggests the unalterable 
nature of her routines with her son. Bev stated, 'We do that", implying that their 
routine is composed of rules that must not be broken. Thus, this narrative again 
highlights the irony that in attempting to control and manage their offspring's 
behaviour, parents may take steps that ultimately lead to them being controlled. 
Similarly, Gary's comment crystallises the feeling of being controlled, "When 
Max's home, everything's devoted to him." 
Yet these parents' narratives showed that they did not feel that their 
balancing act necessarily resulted in a mutually enjoyable experience. Although 
parents hoped that adhering to their sons' and daughters' routines promoted 
their health and happiness, they often noted that this approach did not always 
promote parents' own satisfaction. After describing a typical visit from her son, 
Jean remarked: 
Jean: And then the staff pick him up at six o'clock which I am very 
grateful for ... 
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Interviewer: Yeah, so you're kind of thankful when it's pick up time? 
Jean: Absolutely. Yep. I am. I have to say I am, yes. It's been a bit 
easier. I used to dread him coming home when he, we just didn't know 
what to expect with the behaviour problems and things like that. But he's 
been good so I just sort of feel a bit more relaxed about. .. I don't know 
that I'm physically exhausted but I'm mentally exhausted. And I feel bad 
about that sometimes. Because I think oh gee, I wish I had the stamina 
and the enthusiasm. Not that I would ever see Tom not be looked after. 
Thus, whilst conforming to a regimented life enabled parents both to 
have their son or daughter visit them and see them content and happy, these 
positive experiences are complicated by the demands and challenges of dealing 
with the situation imposed on the parents. Such challenges included parents' 
own feelings of guilt, particularly if they felt that they did not manage this 
balancing act as successfully as they might wish. In Jean's case, she stated 
that she felt bad at the relief she experiences when handing over care of her 
son to group home staff. Indeed, Jean's comments indicate that balancing the 
tension between realising their son's needs and preferences and their own 
needs and preferences is often a difficult task for parents. Often parents' 
solutions to these conflicting pressures result in feelings of guilt and highlight 
the complexity of the relationship. 
Social Life 
Bev described the restricted nature of her social life this way: 
You know, it used to drive me nuts because I used to do a lot of riding 
and belonged to the pony clubs, things like that. When anything good 
was going on you could bet your life that Paul was home, you know. At 
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times as I said, I would have liked to have said, "Look, can I have him 
home this weekend and next weekend miss out and that?" So it's had its 
awkward moments for sure. 
Parents' resolution to manage their son's or daughter's symptoms and to 
avoid changes in their routines had further flow on effects into their own social 
lives. For example, Paul, Bev's son, lives in a group home, but he stays every 
fortnight for the weekend with his parents at the family home, resulting in 
restricted social opportunities for Bev. 
Gary and Christine, whose son Max stays at home with his parents each 
weekend, described living a Monday-to-Friday lifestyle, as they planned social 
occasions outside of times their son visits. Gary said: 
Gary: If you have something on, some family thing and Max is here, well 
you just don't do it because it's too much like hard work. 
Interviewer: Has there been specific occasions where that's happened? 
Gary: Yeah, but we just move things aside, outside Monday to Sunday, 
like have something on a Sunday from lunchtime on, you know, when 
Max's not here. He's back there. 
Thus, many parents whose offspring live in a group home experienced a 
more restricted social life when their son or daughter with autism visited. 
Although they were committed to having their son or daughter visit them at 
home their narratives framed their lives with their son or daughter as separate 
to their 'normal life' rather than integrated with their own lives. These results add 
further weight to findings which have draw attention to the complex relationship 
between residential status and the demands and benefits experienced by 
parents of adults with autism (Krauss et al., 2005). 
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Further, although predictable routines are held to support the inclusion of 
people into family activities (Larson, 2006), the inflexible nature of families' 
adherence to routines and the unpredictability of their offspring's behaviour 
appeared to achieve the opposite result. In Christine and Gary's narrative 
above, special occasions and events are generally organised outside the time 
of Max's home visits. John and Thelma similarly described having traditional 
family celebrations without inviting their son Darren. Thelma said: 
No, actually this year we did something this year that we've never done 
before. Darren's always come home for Christmas. And he didn't this 
year ... My daughter and her husband and two kids came and my other 
daughter came for Christmas. And just with them it was a fairly packed 
little house. But it was sort of a relief because there was no need to 
always have one eye, even with your family, you know. You've got things 
out there ready to eat. And you're wondering whether Darren's got out 
and had them all or whatever. So you can't keep your attention on 
anybody else. And it was, it was good actually. 
The above narrative indicates that not only did these older parents 
experience restricted social lives when caring for their offspring, but so too did 
the individual with autism. Thus, the failure of services to provide the necessary 
support to families in dealing with challenging behaviours has consequences for 
the quality of life for the family as a whole, as illustrated by this narrative from 
Gary and Christine. Gary said: 
Basically, when you have a handicapped child you are a handicapped 
family ... Because of the problems involved in interacting with friends and 
things like that. If you want to bring them home, over for a barbecue and 
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you've got this child here. Great big roaring monster. And everybody 
knows you've got this son Max and he's got problems. But it's difficult 
because it's hard to relax and talk to people and then deal with the 
problem that's ongoing all the time. 
Christine added: 
'Cos you can't sort of ignore them if your kid comes up talking to you. 
You gotta just stop and talk to him. And you can't sort of give people 
coffee. So you're a different sort of person. You can't socialise. 
As "a handicapped family", Gary and Christine are further handicapped in 
their ability to socialise with others if they have to simultaneously step into a 
caregiving, parenting role. 
If Gary and Christine are the eternal parents by virtue of their extended 
parenting careers, then their son Max is constructed in this narrative as the 
eternal child. Although he was 36 years old at the time of the interview, 
Christine refers to Max as a "kid" or a naughty child who interrupts her 
conversations at parties. Parents of adult sons and daughters with or without 
lifelong disabilities may have a tendency to see their offspring as children even 
after entering adulthood. However, the consequences of these protective 
parental attitudes may be greater for those with a disability. Indeed, such 
attitudes may effectively restrict the developmental and social opportunities 
open to people with lifelong disabilities (Bigby, 1997). Contrasting views 
between the older parents' perspectives of their offspring as a 'child' 
perspective of service providers of the adult being an 'adult' have the potential 
to create conflict in service provision and planning and thus are important for 
professionals to keep in mind when working with families. 
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Further, Gary's description of his son as a "great big roaring monster" 
may have been a description of how he believed other people perceived his son 
and may account for Max's exclusion from Gary and Christine's wider social 
circles. Gary and Christine may have attempted to shield their son from 
negative judgments, thus preserving Max's dignity, as well as their own. This 
may constitute "invisible contributions" of family caregivers described by Grant 
(2007). Grant (2007) focused on the work parents do to preserve their son's or 
daughter's self image. Grant drew attention to tactics of concealment, which are 
strategies used by parents to keep the son or daughter unaware of the care 
work being done. Such tactics are aimed at not drawing attention to the 
consequences of the individual's disability and the impact on their family 
members. On the other hand, Gary and Christine's narrative suggests that they 
were particularly motivated by preserving Max's public image. By keeping their 
son from attending social situations that may be difficult to control, Gary and 
Christine may have worked to preserve positive images of their son, as well as 
themselves as parents. Yet in doing so, Gary and Christine effectively isolated 
themselves when they cared for their son and limited their son's social inclusion 
opportunities. Thus Gary and Christine illustrate the dichotomy in maintenance 
of 'public' and 'self' image that many parents face. 
Other parents' narratives suggested external factors may influence the 
impact of caregiving on parents' social lives. For example, as described earlier, 
Barry and Jane's son Matthew lives in a group home for six weeks, followed by 
six weeks of living with his parents in the family home. In describing their social 
life when their son lives with them, Barry said: 
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Now during that six weeks social life as a couple basically ceases. 
Individually we'll go out and do our own thing while the other one stays 
home to be with Matthew. As a group the three of us go out together. 
Basically most people don't want to be around us. So there's the three of 
us together or one of us off with some things and the other one home 
with Matthew. Now the net result of that is that if you are trying to 
maintain relationships with other people only in six weeks out of twelve, 
naturally those relationships are not as strong as they might otherwise 
be. 
In common with Christine and Gary, Barry highlighted community 
attitudes as a factor in leading to their isolation as a family. Since "most people 
don't want to be around" Barry and Jane when their son lives with them, their 
social life during that six week window was limited to activities within the family, 
rather than between families. Barry perceived that the enforced break resulted 
in a relative weakness in his social relationships outside his family. Thus, older 
parents' social lives may be affected by their perceptions of community 
attitudes, resulting in a further isolation for parents when they are caring for a 
son or daughter with autism. Although Barry and Jane chose to make 
accommodations in order to achieve balance for their son, Barry's comments 
show that the life balance for himself and his wife was not in order. The 
balancing act was not successful at all, given the social cost for Barry and Jane 
and the exclusion of Matthew from the community. This situation also highlights 
the complex interplay between rewards and demands for older parents. For 
Barry and Jane, the reward of seeing their son content and happy outweighed 
the burdens incurred in maintaining the current situation. Yet, such appraisals 
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may vary between parents. Indeed, some parents may feel that the price paid is 
too high to justify the effort, as we shall see later in this chapter. Furthermore, it 
is not clear how Matthew is disadvantaged by his parents' strategies. 
Although the majority of participants described limitations to their social 
life as a consequence of caring for their son or daughter, a minority of parents 
reported otherwise. For example, Audrey's narratives revealed that she was 
instrumental in facilitating her son's increased involvement in social activities. 
Families like Audrey and her son Andrew were more likely to be those where 
the person with autism did not display challenging behaviours, or where parents 
perceived greater social reciprocity and social awareness in their son or 
daughter. Thus, Audrey said: 
Like when he's home for holidays we have a lot of people over because, 
as I say, he's a bit of a social butterfly and he likes the company. The 
only thing I can't do with him is go to a show or movie or anything like 
that 'cos he's not interested. I can't go anywhere there's gonna be music 
'cos he can't cope with the noise. So I just avoid those places when he's 
home. But otherwise, you know, I can have an almost norma/life, you 
know? 
Audrey's understanding of Andrew as a "social butterfly" motivated her to 
involve her son in social events. Indeed, Audrey described her visits from 
Andrew as busier as a result of the increased socialising she did when with him. 
It was evident from her narratives that spending time with her son was a great 
source of uplift for her in her caring role, a feature that many other parents' 
narratives lacked. Audrey's narrative paralleled the findings of Orsmond, Krauss 
and Seltzer (2004}, who suggested that parents, and in particular mothers, may 
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be instrumental in facilitating the involvement of people with autism in social 
activities. 
Yet, even when individuals with autism were perceived to enjoy and 
benefit from social activities, their lack of friends and difficulties in organising 
their own activities meant that families had the sole responsibility of promoting 
their offspring's social lives, which in itself may constitute a demand. Bronwyn 
said: 
And he'll come home before Christmas and he'll have the week after 
New Year at home. And he doesn't have anyone that he can just ring up 
and say "Hey, you know, we'll do this or do that." So as a family we're 
always doing things with him. You know, we'll go to the beach and we'll 
go out, have a meal out and all of that. And I don't mind doing that but 
that impacts on my social life. 
Thus, these families experienced intertwined social lives, with the social 
lives of the adult sons and daughters with autism highly dependent on the social 
networks of their parents. Indeed, it is apparent that social opportunities for 
people who have autism are frequently contingent on the facilitative role of their 
older parents. Further, it is likely that, as parents' social networks diminish as 
friends age and die, not only older parents but individuals with autism may 
experience declining social opportunities. Bigby (2004) pointed out that as the 
older parents' age and experience declines in mobility, their offspring with a 
disability may similarly experience limitations to their social life. Audrey was 
aware of this point. In describing the consequences of her divorce for her son, 
she said: 
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He has no brothers and sisters. And just one aunt and two cousins 
basically. So he's had a very small pool. And all the friends we've got are 
naturally my age or older. And one day they'll all be gone too. So he 
hasn't really got a lot of people in his life. 
Indeed, parents who had experienced divorce as a direct result of autism 
often reported that their son or daughter had no or little current contact with the 
mother or father who had left the family. Thus, these parents' narratives 
featured themselves as the primary caregivers and managers of their son's or 
daughter's care without the assistance or support of a spouse. Audrey said: 
But you know, sometimes where you're by yourself, you think, "Oh, it'd 
be nice to have someone to share all this with and work it out." I mean, 
as they say, a problem shared is a problem halved. But I've sort of had 
the total responsibility. 
As a result, individuals with autism may be particularly vulnerable to a 
variety of losses, both internal and external, as they and their parents age. 
Furthermore, their older parents may worry about what networks will be 
available to their offspring once they are no longer there to provide support and 
companionship. Thus, there is a need for policy development and service 
provision to (a) reduce such vulnerabilities, and (b) ensure ongoing quality of life 
for individuals with disabilities through the transition from parental or informal 
care to service or paid care (Bigby, 1997). Bigby (1997) highlighted that this 
may be achieved through the provision of individualised care and attention to 
the specific needs of individuals with a lifelong disability, including autism. 
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"Keeping On an Even Keel" Emotionally 
Parents' beliefs in the need to keep things predictable extended beyond 
the routines of life. In fact, some parents expressed the belief that their son's or 
daughter's preference for routines called on parents to be emotionally level 
when interacting with them. For example, in describing the relationship between 
her son Luke, who has autism, and his older brother Carl, Beryl said: 
If things go wrong with Carl, the eldest one, they also go wrong for Luke 
too. You need to be on an even keel. I suppose that's another thing you 
need to be. I suppose the most important thing is to be a balanced 
person ... When he first came out of that group home he was very messy 
in the bathroom. And Carl tended to jump on him for that. And I've had to 
say to Carl you know, for heavens sake if there's water on the floor just 
clean it up Carl. Don't scream. Or if you have to get him to do cleaning 
up ask him calmly, nicely, as if you actually do like him please. Because I 
think that's the clue. That's the way in. To make everything dramatic 
doesn't do with autistic people. Well, not this autistic person. 
Thus, it appears that Beryl believed that her son's mood and attitude 
mirrored those of the people around him; if one person is upset, then so too is 
Luke. Therefore, Beryl advocated being "on an even keel" emotionally when 
interacting with her son in order to facilitate a similarly balanced outlook for him. 
Yet, for some parents, maintaining the emotional balancing act presented a 
particular challenge. 
Elizabeth, for example, described her grief when her youngest son 
David, who did not have autism, died several years prior to the interview. When 
asked how she has been able to cope with his death, she said: 
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Elizabeth: I stop thinking about it ... He was overseas a lot. So to help me 
cope for the first two years I put him back overseas. It was easier. And as 
time went on, I had to deal with it but if I showed emotion, Mark would 
just, his behaviour would become intolerable. 
Interviewer: Oh okay. So he would react that way? 
Elizabeth: Oh yes. So we, my husband and I, just had to carry on per 
normal. I went in and done, I do a lot of volunteering work while Mark's at 
the centre. And /look after my neighbour. It keeps me busy so that I 
don't think. Because if I did, I think I'd be on that suicide line. 
Thus, Elizabeth had come to the conclusion that she needed to maintain 
the equilibrium when it came to her own emotional state, even in the face of 
tremendous grief. Indeed, a deep sense of pain was imparted in this narrative. 
The feeling of unbearable pain was very present when Elizabeth described 
shutting the memory of her son away, and when she referred to suicidal 
thoughts. Elizabeth attributed this decision, not only to a general coping 
mechanism, but also as a response to her son's negative reaction to such 
expressions of grief. Concern for the potential reactions of her son to her 
expressed grief outweighed Elizabeth's consideration of her own needs, 
including the impact on her own wellbeing in interfering with the typical grief 
process. 
Initially, in talking about the impact of her son's death, Elizabeth did not 
interpret Mark's emotional reaction as his own attempts at communicating his 
grief at the death of his brother. Rather, she evaluated this action as a response 
to her failure to keep emotionally stable. Later in the interview Elizabeth did 
recognise that her son may have been grieving, but her inability to manage this 
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may have been compounded, not only by her own overwhelming sadness, but 
also by the inattention of support services to the relationship between 
communication and grief in people with disabilities. Indeed, Elizabeth described 
the lack of service support in supporting both herself and her husband, as well 
as Mark in dealing with David's death. She said: 
son: 
Elizabeth: And he was buried on the Thursday and on the Friday I was 
with all the service and case managers. I was with my son in his 
neurologist's office. That's the help we got. 
Interviewer: The next day? The next day after the funeral? 
Elizabeth: And that was only four days after [we found out he had died]. 
No one in {the service] or anyone, they all knew, came out and sent out 
specialists or counselors. 
She went on to explain her attempts at seeking service support for her 
I said maybe Mark was having a hard time dealing with it. His case 
manager referred me to a counselor up on the highway. And I went up 
with him. And she drew on a whiteboard a coffin with a pretend body. 
And then she drew the sea. So now he thought, when I came out of there 
he nearly decked me because he thought I had drowned David. I said 
he's not going back. I said that's ridiculous. I said don't people know how 
to counsel people. I said learn the facts. He's mentally disabled. Drawing 
a box with a pretend body and putting it in the sea. So we managed to 
get him through it ... We don't have experts or the professional people to 
help him. 
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Thus, following the abortive attempts of support services to assist her 
son's coping, and failing to recognise or lacking the opportunity to attend to her 
own counseling needs, Elizabeth resorted to the default action of focusing on 
getting the balance right for her son, to the detriment of her own needs. 
Other parents too expressed the belief that their son or daughter with 
autism did feel and express grief. For example, Sylvia recounted her daughter's 
grief at her father's death even years after he passed away: 
She took her father's death vel}' badly. .. And she was sitting at the table. 
And she was sitting there Cl}'ing. And I've gone to the bathroom. And I 
said, "Have you got a pain love?" And she just went over to his picture 
and picked it up and picked it up and looked at it. And I said, "Oh, she's 
probably just thinking about her father." 
Of note is the fact that even after identifying her daughter's grief at her 
husband's death, Sylvia did not report any attempts to secure any formal 
support or counseling for her daughter. Instead, Sylvia simply accepted 
Melanie's grief as evidence that she still remembered her father. Thus, it 
appears that Sylvia may not have been aware of the services available to 
support her daughter in dealing with the death of her father, nor of the need to 
do so. Sylvia's tendency to avoid support from formal services for her daughter 
also appeared to reflect her own engagement with counseling services. For 
example, I asked Sylvia whether or not depression was something she had 
experienced. Sylvia replied: 
Oh of course love. But I just sort of kept it to myself. I didn't go to the 
doctor about it or anything because I think that they'd think it was mad. 
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You know, so I just sort of tried to work it out in other ways. Find other 
ways to get rid of my frustrations. 
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experiences of depression, anxiety, and grief may explain why Sylvia similarly 
avoided such services for her daughter. These barriers may have prevented 
Melanie's access to formal support and interventions that may have supported 
her acceptance of and adjustment to her father's death. Further, it has been 
suggested that individuals with lifelong disability who experience bereavement 
may express grief through challenging behaviours (Hollins & Esterhuyzen, 
1997), as did Elizabeth's son, Mark. Without such bereavement support, older 
parents' abilities to maintain a successful balancing act may be placed under 
further strain. Thus, the narratives of Sylvia and Elizabeth both suggest a failure 
on the part of formal services to accurately identify and attend to the emotional 
needs of individuals with autism following bereavement. 
Travel 
Parents' commitment to maintaining their son's or daughter's routines at 
all costs had a direct impact on these parents' experiences of retirement. A 
number of parents mentioned that their plans for retirement did not include 
travel because of their duties towards their offspring, and their reluctance to 
interfere with their son's or daughter's home visits did not allow them it. Gary 
and Christine for instance, said: 
Gary: It's not too bad except we can't go on holidays. 
Christine: I mean now we can go out during the week. We have friends 
during the week. 
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Gary: We've got the caravan. I'd like to do the trip around Australia like 
Christine's sister and everybody else does it. You can't do that, which, 
like really, which is nothing. It's not the end of the world. 
Gary further elaborated the point: 
Like this Italian mate of mine, he's gone back to Italy. He's got a unit over 
there he's inherited and he's got to sell it. He said, "You know, if you 
want to come over, from there you can dive off here and there and all 
that kind of thing." But I just felt I couldn't, like Christine can't go. She's 
gotta stay here for Max and I just felt well/ can't do that and come back 
and say to Christine what a wonderful time I've had, you know. So things 
like that crop up. Terrific opportunity. Could have gone last year ... But 
anyway, so I feel/ just can't go and do that. So, as a lifestyle now, we go 
pretty well except we just can't get away anywhere." 
As reported earlier, Gary perceived a disturbance of his son's routines as 
a direct assault on his wellbeing. Compounded by a reluctance to hand over 
their caregiving responsibilities to Max's siblings, Gary and Christine decided 
not to pursue travel extensively during retirement. Yet, they perceived travel for 
leisure as a normative experience for their age group. As Gary put it, 
"everybody else does it". Gary's use of modal verbs such as "couldn't", ''gotta", 
and "can't" draw attention to the sense of lost opportunities for Gary and 
Christine. Indeed, travel is frequently a goal for retirees, particularly in Australia, 
where the "grey nomads" have been cited as an example of healthy ageing 
(Higgs & Quirk, 2007). Further, retired family caregivers may hold similar 
aspirations for retirement but may face barriers to acting on these wishes 
(Gladwell & Bedini, 2004). For Gary and Christine, such barriers included the 
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belief that their travel would interfere with the emotional wellbeing of their son. 
Thus, the retirement experiences of some older parents of adult sons and 
daughters with autism may deviate from the typical life course. 
Despite these barriers, Gary did not voice any feelings of resentment. 
Although Gary and Christine were both aware of how their caregiving 
responsibilities had affected their travel opportunities, they were pragmatic in 
their assessment of their life. Indeed, Gary's overall evaluation was that he and 
his wife "go pretty well". Other parents were similarly keen to emphasise the "no 
big deal" nature of the sacrifices they had made regarding travel. Thus, Louise 
said, 'Well I've been doing it for so many years that I just accept it." 
Indeed, as Mactavish, MacKay, Iwasaki, and Betteridge (2007) pointed 
out, the normative nature of parental caregiving, even for an adult son or 
daughter, may mean that older parents are less likely to make negative 
appraisals of such restrictions compared to family caregivers who assume their 
role in later years. These older parent caregivers were more likely to express 
acceptance or resignation rather than resentment or anger at the 
accommodations they have made. 
Aside from trying to balance their son's or daughter's need for routine, 
parents cited other factors that created barriers to travel. Some parents related 
narratives that revealed how their commitment to their caregiving duties to their 
son or daughter, along with a lack of accessible respite care, had created 
obstacles to travel. Sylvia, for instance, recounted how it was only in recent 
times that she has had the opportunity to take holidays: 
So eve!}' year [the respite coordinator] done all this for me. She's 
arranged for me to have a holiday through some group out in [another 
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town] that gives away holidays. And she mentioned me to 'em and over 
the last four years I've gone four times on a holiday and they've given me 
the holiday free, you know. But when I came back from my holiday I got 
the address off [the respite coordinator] so I could write them a little 
thank you note, "Thank you for the holiday I had," because until those 
holidays, I'd never had a holiday. 
For many of these older parents the potential threat of crisis that might 
require parental involvement appeared to impact on their opportunities for 
travel. Rose related: 
'Cos I would have liked to have traveled and you know, explore. But I've 
turned out, it's okay because now I'm an armchair traveler and I read and 
you know, I've got the head space. Because all those years of worrying I 
couldn't really relax and sit around and read books and waft off into other 
worlds and, you know, travel or anything. 'Cos at any given moment I'd 
have to come back. Like when I went to Tasmania, that was an 
opportunity that I had to give up and all those things. Bottom line is that 
Simon, there's a crisis with Simon or there's always something there that 
I have to, that I'm not free to do because I've always gotta come back 
and be there for Simon. 
Thus, even when life may be running smoothly, the potential threat of 
crisis is always present and impacted on older parents' opportunities for 
enjoyment such as traveling. Consequently, these parents were trapped in their 
caregiving responsibilities by the fear of what could happen. 
Only a minority of parents did not feel that their son or daughter with 
autism negatively affected their future travel plans. These families similarly did 
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not report major limitations to their social life. Again, these parents were more 
likely to have sons and daughters who displayed less challenging behaviours 
and exhibited more prosocial behaviours. For instance, Beryl said: 
Well obviously, there are limitations. There are things I can't do that I 
used to do. So, in that regard there's a cost. But Luke's improved enough 
to be able to trot around with him anyway now. And once I do retire, 
goodness knows, might do that this year, we can go off and have a trip. 
By outlining her plans to travel with her son, Beryl's narrative suggests 
that she did not perceive the same kinds of limitations on her lifestyle as the 
majority of parents. Indeed, her comments imply that her son has become a 
companion, and thus a source of reward in her caregiving role. Yet, this sort of 
evaluation was certainly in the minority of older parents' narratives. Beryl 
perceived that her opportunities to travel resulted from her son's improvement in 
abilities. Yet, not all individuals with autism experience an improvement in 
symptoms, and even where improvement is evident, many individuals still 
exhibit considerable functional limitations (Howlin et al., 2004; Seltzer et al., 
2004). Thus for many parents, their commitment to caring for a son or daughter 
with autism, and the balancing act that that entails, often meant that 
opportunities to travel were limited or absent altogether. Thus, this experience 
may constitute yet another way that the life course of older parents' of people 
with autism may be different to the normative life course. 
Yet paradoxically, short breaks are usually sought in order to provide 
both parents and their offspring with relaxation and respite. Indeed, carers who 
report unmet need for short breaks have been found to have significantly poorer 
levels of mental health and vitality (Kersten, McLellan, George, Mullee, & Smith, 
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2001 ). These findings were reflected in Elizabeth's comment, 'J!Is I said to [the 
state premier], if they were to provide adequate holiday breaks, then the people 
would last a lot longer." 
However, parents of adults with autism with challenging behaviours may 
not experience relaxation while on short breaks with their offspring in the same 
way as other older parent carers. As Thelma said, "You're always concerned of 
the consequences of things aren't you? And because the kids don't seem to 
have any awareness of any consequences at all." 
Parents may be unlikely to plan holidays or travel if they perceive that 
doing so would affect their offspring in a negative way. Indeed, it is possible that 
the parents who most need a short break, including those whose son or 
daughter presents with more severe challenging behaviours, may be the ones 
least likely to experience one as a direct result of the demands of managing the 
behaviour (McConkey & McCullough, 2006). Thus, programs designed to 
provide opportunities for respite to older parent carers would do well to 
specifically recruit the families of people with particularly difficult challenging 
behaviours for inclusion. Further, programs that provide supervised holiday 
breaks for individuals with autism may provide older parents with a release from 
their caregiving roles in a way that short breaks with their offspring may not. In 
addition, the provision of separate short breaks for individuals with autism may 
ensure that their holidays are specifically tailored to their interests and age 
range (McConkey & McCullough, 2006), challenging the "eternal child" 
phenomena discussed previously. Such strategies may best meet the social 
and leisure needs of individuals with a lifelong disability, as well as contribute to 
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improved wellbeing for older parent carers and, at the same time, provide the 
person with autism with new social opportunities. 
Pulls From the Family Unit 
Older parents' narratives revealed that they perceived that the needs of 
the family unit as a whole also needed to be balanced against pulls from the 
offspring with autism. Indeed, many parents had already experienced family 
break up. Of the thirteen families who participated, five families were affected 
with two fathers and three mothers reporting that their marriages to the other 
natural parent of the person with autism had ended in divorce. In all cases, the 
reason for the divorce was attributed directly to having a son or daughter with 
autism. As an example, Rose described her husband's reaction to his son's 
diagnosis with autism: 
But Colin took it really badly. But like I said before he wasn't even 
eighteen when we were married and I was only twenty, twenty-one. And 
he couldn't cope with it. So he suggested that we give him up, like to the 
state. Like people do if they're not mentally capable or whatever. And I 
said, "/absolutely refuse. There's no way. This is our, my beautiful Simon 
and we're not going to do that. /love him." And then I took it out on him 
and I said, "If you don't love Simon then I don't love you." And so the 
marriage all broke down. 
In evaluating her response to the pressures on her marriage, Rose 
described her regrets poignantly: 
And my marriage broke up because I sort of went, oh, you don't love 
Simon, then I can't love you, to Colin. Which I regret now when /look 
back. I mean, that was a very young, it was an impulsive attitude to take 
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because he just couldn't handle it. I mean, a lot of people can't handle it 
so they just turn away from it, you know, because they don't know how to 
handle it. And I didn't know how to handle it but I didn't turn away, that's 
all. 
Thus a number of participants narrated the experience of autism as a 
force that threatened the family's ability to stay together. In Rose's case, her 
resolve to fulfill what she saw as her responsibilities to her son was not 
compatible with maintaining her marriage. In fact, even participants who had not 
experienced divorce frequently related narratives that reflected that autism 
places considerable strain on marriage and the family unit as a whole. For 
example, Elizabeth believed that her son's disability had almost cost her 
marriage. When asked to describe how being an older parent carer has 
impacted on her life, she said, "Totally drastic. And even my marriage. Has 
nearly cost me my marriage at times ... My husband retired in 2001. I got over 
cancer and we thought it'd be a good idea to go away. But we can't." 
Elizabeth's narrative here suggests having a son with autism has wide 
ranging impacts on her marriage that may be hard to resolve. As many of the 
narrative and quotes in this chapter indicate, it is difficult for parents to spend 
time together due to the time spent caring for or worrying about their son or 
daughter with autism. This may influence parents' choice to seek out of home 
placement. 
Barry drew a direct connection between the survival of his marriage and 
the provision of out-of-home accommodation for their son Matthew. He said: 
Well I honestly believe that the fact that Matthew needed to be taken into 
care at a fairly young age in order to get schooling has been a plus for 
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our relationship. Jane will disagree with me. But if Matthew had not done 
that I don't think we would have survived. This is perhaps a lesser of two 
evils, you don't know which one's worse. But I don't think that we could 
have brought the other two up and you know had them make reasonably 
successful school years and tertiary years and now into their job years if 
Matthew had have been home that whole time ... Oh, I honestly don't 
believe we would have stayed together for the whole time if he had have 
been home the whole time. The added burden of trying to do the right 
thing by the other kids as well as Matthew would have made life very 
difficult. 
These narratives illustrate that older parents are particularly aware of the 
impact that autism has had on their families in the past. Furthermore, Barry's 
comments here illustrate that parents may believe that their other sons and 
daughters have historically had much to bear in being the sibling of someone 
with autism. Such experiences led some parents, such as Rose, to have 
conflicting feelings about the involvement of their other children in care, and to 
avoid expecting their other sons and daughters to assume a direct caregiving 
role in the future, particularly after parents become incapacitated or die. Yet, 
siblings are usually expected and indeed expect to take on this role (Dew et al., 
2004). 
Aside from seeing autism as a force that threatened the stability of the 
family, some older parents' narratives revealed that autism threatened their 
wellbeing. Indeed, many parents believed they had paid a very real cost in 
terms of their own health in caring for a son or daughter with autism. Many 
parents described acute health crises, with a number of parents directly 
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attributing these problems to the stress of caring for a son or daughter with 
autism. For example, John related the following narrative: 
John: I had a major heart attack and I was unconscious for three weeks 
and on life support. There's three weeks of my life I don't remember. 
Let's put it that way. And I think that had something to do with the boy. 
Thelma: Oh yes. I'm sure it was stress. 
John: But just how much, I don't know ... But you know, I'm still here and 
still going well/ think. So you know, that's where I think we were vety 
lucky in getting him in that group home placement three years later. 
For John, the cost to himself proved too much to justify continuing to care 
for his son Darren at home, prompting his search for a group home placement. 
Similarly, Bev commented: 
If I had him home 2417 it would be different and I feel vety much for those 
people who've got adult autistic people at home. That's a whole different 
ballgame. And I'd probably be dead I think if that was the case. 
Thus, parents who attribute acute health problems to the stress arising 
from caring for a son or daughter with autism appear to confront an extreme 
challenge to maintaining their balancing act. Thus, these narratives 
demonstrate that parents experience pulls in opposing directions. Parents 
promote the wellbeing of their son or daughter with autism, but at the same time 
try to balance their duties toward their spouse, other children, and themselves. 
When they do not get the balance right, these older parents' believed they faced 
the potential of upsetting their marriage and rest of the family, and that this 
could potentially even cost them their life. Thus, the majority of families trod a 
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fine line, attempting to balance the stability of their sons or daughters with 
autism with a degree of stability and fulfillment in their own lives. 
Counter-Narrative: Avoiding Change to the Family 
John's narrative about his heart attack also emphasises that some 
parents feel they are wholly dependent on services, particularly accommodation 
services, for the wellbeing and survival of their family. Indeed, for a subset of 
participants, including Ron, John, and Thelma, services played central roles in 
their attempts to avoid change to the family as a whole. Rather than seeking to 
avoid change for the son or daughter with autism and experiencing an atypical 
family life course as a result (Seltzer & Krauss, 1994 ), these families' narratives 
demonstrated that their primary goal was to seek a normative family lifestyle. In 
fact, the narratives of some of these parents suggested that they had, in effect, 
given some of their parenting roles to services. When asked about the services 
that their son is currently receiving, John said, "And really, they do everything 
for him now." 
Thelma later added, "Yes, it's total care, isn't it really?" In fact, when 
asked what their role is now as older parents of someone with autism, Thelma 
replied, "It's just more like being grandparents actually." 
Like grandparents rather than parents, John and Thelma were primarily 
involved in participating with Darren in activities that they enjoyed doing, such 
as going out to dinner, but then handing back over to formal services for the 
day-to-day aspects of care. In doing so, John and Thelma effectively maximised 
the satisfactions that they were able to experience in their caregiving role, while 
relieving themselves of the burden of day-to-day care through service use. 
Indeed, Thelma and John described his group home placement as "a godsend': 
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and described the freedom they experienced as they were able to live without 
constantly having to cater for the needs of their son. John stated, "Just we can 
do what we want when we want. And we don't have to worry about him at all." 
Although parents of people with autism living in group homes usually 
described being heavily involved in their ongoing care, John and Thelma's 
narratives painted a different picture. During the follow-up interview, John 
elaborated further, describing how they now take their son Darren out to dinner 
once a month. He said: 
John: We don't see him much these days. And therefore you don't think 
about him that much. 
Thelma: Well that sounds awful, doesn't it? But, I mean it is true. I mean 
it's like me with [my son] in Melbourne. You know, you think about them 
and they're there. But it's not quite the same as if they're round the 
corner. 
Thelma's evaluation of their narratives here indicates that Darren has a 
similar prominence in their lives to Thelma's son who lives in another city. Yet, a 
contradiction emerges in that, unlike his stepbrother, Darren does live in the 
same city as his father and stepmother. Although living geographically closer 
than some of his siblings or step-siblings, Darren appears to hold similar 
prominence in the lives of his parents as those that live much further away. This 
suggests that John and Thelma have taken steps to address the imbalance they 
perceived in the amount of time and attention that Darren had occupied as a 
child in comparison to their other children. This is reflected in John's comment, 
"But we see him probably the same amount of time we see the other kids. 
Whereas he used to dominate our lives, he's just one of the six now." 
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This is not to say, however, that parents take such actions out of 
selfishness. Importantly, John and Thelma's narratives drew attention to their 
perception that their son was happier living a structured life full of activities at 
the group home. Indeed, it can be argued that Darren has transitioned from 
being the eternal child to an adult living independent of his parents, similar to 
other adult family members. Like Rose, John and Thelma did not perceive that 
their son was made less happy by having less contact with his family. In fact, 
Thelma highlighted that as parents, they were only happy knowing that their son 
Darren was happy. She said: 
And the thing gets back to it, it wouldn't be like that if we didn't realise 
that he was happy. And he's got a lovely room. He's got everything that 
he would really want I think. And have lots of outings. 'Cos they go out on 
lots of outings. And it's excellent. So, but then I think we are 
exceptionally lucky. And Darren's exceptionally lucky. 
In opting out of the high wire act, John and Thelma thus secured a more 
normative adult experience for their son Darren, away from his parents. Thus, 
rather than engaging in the delicate balancing act, some parents opt out 
altogether of the high wire act to avoid paying the personal price of direct care. 
In doing so, these parents may reflect more typical and normative relationships 
with their offspring, regardless of whether or not they have a disability. 
Conclusion 
These older parents' narratives suggest that their lived experience is one 
of a delicate balancing act. Older parents appear to take a variety of measures 
in order to manage the symptoms of autism, and in particular, their son's or 
daughter's challenging behaviours, particularly in response to their preferences 
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for routinisation. According to family systems theory (Turnbull & Turnbull, 1990), 
these findings are not surprising, given the interrelatedness of individual 
members within a family. Indeed, failure to meet the needs of an individual 
family member is likely to have flow-on effects to other family members and, in 
doing so, affect overall family functioning. Thus, by attempting to regulate the 
symptoms of autism, the older parents in this study aimed to regulate or control 
their son's or daughter's challenging behaviours. Yet, for the most part, parents 
found themselves becoming the ones regulated or controlled. The delicate 
balancing act thus held a number of costs for them, including the regimentation 
of life, and costs incurred on their social life, emotional wellbeing, and 
opportunities to travel. In their study of mothers of children with intellectual 
disability and challenging behaviour, Johnson, O'Reilly and Vostanis (2006) 
termed such costs 'secondary stressors'. They argued that over time, the 
deleterious effects of these secondary stressors may build up to result in 
"chronic, pervasive strain affecting many aspects of the person's life" (p. 195). 
The older parents who participated in this study also face similar situations. 
Indeed, their stress supported Johnson et al.'s (2006) argument that such 
secondary stressors may ultimately pose more of a risk to parents, in terms of 
parental wellbeing, than the problem behaviour in the first place. Parents in the 
current study reported negative impacts on many areas of their life including 
their health. 
The minority of parents within the current study who opted to maintain 
little contact with their son or daughter with autism took this action, reasoning 
that the cost to themselves and their families was too much to bear. Thus, it 
appears that older parents of adults with autism may view caregiving as an all-
117 
or-nothing phenomenon. That is, parents either maintain an all-encompassing 
role in supporting their son's or daughter's current situation, or they hand over 
the caregiving role to formal services in a substitutive manner. 
Such perspectives hold important implications for the future directions of 
policy and service provision. Although current policy directions conceptualise 
services as supporting, rather than replacing, the roles of family caregivers 
(Nolan et al., 1996), the narratives of these parents suggest that they do not see 
the situation in the same light. Indeed, these results imply that older parents are 
unlikely to actively seek support services unless they perceive the situation is a 
desperate one, thus posing risk, not only for themselves, but for their offspring 
with autism. This situation suggests that services should not assume that older 
parents of adults with autism will request support services in situations where 
they perceive a direct threat for themselves or their offspring. The onus needs 
to be placed on services to be acutely aware of older parents' unmet needs, 
whether expressed or not, and facilitate their engagement with support services. 
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CHAPTERS 
BURIED BY AUTISM: OLDER PARENTS' CONCEPTIONS OF AUTISM 
As discussed in the previous chapter, older parents of adults with autism 
experience demands as well as gratifications in their role as caregivers. 
According to Lazarus and Folkman's (1984) model, individuals may adopt two 
kinds of coping strategies when faced with a stressful situation: (1) they can 
deal directly with the situation or its impact using problem focused coping 
strategies, or (2) they can use cognitive coping strategies to reconstruct how 
they make sense of and feel about the situation. For example, parents of adult 
sons and daughters with intellectual disabilities may employ problem focused 
coping strategies by getting practical help from others in the family to help deal 
with the problem. Alternatively, they may employ cognitive coping strategies, or 
manage the meanings of the event by accepting the situation and focusing on 
its positive aspects (Grant & Whittell, 2000). Thus, according to Lazarus and 
Folkman's model, an individual's appraisal of a situation is more important than 
the actual specific characteristics of the situation they face as it tells us about 
their way of coping with stress. 
One way to investigate parental appraisals is to explore their 
explanations of disabilities since this may reveal how parents make sense of the 
disability. This may be particularly useful when the disability is autism, a 
disability that is not well understood, particularly from a biomedical perspective 
(Gray, 1995). Presently, autism is understood to be a complex 
neurodevelopmental disorder, resulting from various aetiologies (Steyaert & De 
La Marche, 2008). Steyaert and De La Marche's recent (2008) review 
concluded that, based on current evidence, autism spectrum disorders appear 
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to be disorders of brain connectivity involving a range of genetic mechanisms, 
including single gene disorders, copy number variation, and polygenic 
mechanisms. Yet, in the absence of a thorough theory on the neurobiological 
mechanisms at work in autism (Steyaert & De La Marche, 2008), autism may be 
particularly susceptible to parents' own constructions regarding its etiology and 
causes. Gray (1995) noted that (a) the heterogeneous nature of autism and its 
prognosis, compounded by (b) the lack of consensus as to the causes of autism 
and the severe effect autism often has on the family wellbeing and functioning, 
means that parents may employ cognitive coping strategies by reconstructing 
meanings of the situation. 
In fact, Antonovsky (1987) proposed that successful coping with 
stressors lay in an individual's sense of coherence, a generalised orientation 
that the world makes sense. He further contended that individuals with a strong 
sense of coherence believe that they (a) understand the problem or stressor, 
seeing it as predictable, consistent, and explicable; (b) have access to the 
resources they require to confront the stressor; and (c) wish to, and are 
motivated to cope with the problem. Together, these three related prerequisites 
of comprehensibility, manageability, and meaningfulness, respectively, leave 
individuals well placed to successfully deal with the problems and stressors they 
face, applying an appropriate coping strategy to the particular stressor. Of note 
is the fact that a strong sense of coherence reflects an individual's ability to 
make sense of the world. Thus, when faced with a disability that is difficult to 
understand, such as autism, exploration of parental conceptions of the disability 
may reveal processes by which parents are able to construct a sense of 
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comprehensibility to their life and their role as a caregiver, thus supporting them 
in their ongoing care role. 
Currently, a small, emerging body of research exists on parental 
understandings and perceptions of autism. In 1995, Gray published the results 
of an Australian study in which he investigated the lay conceptions of autism 
described by parents of children with autism. Parents within that study cited a 
range of explanations to account for their son's or daughter's disability, such as 
birth trauma, illness during pregnancy, and heredity. Yet, not all parents cited 
beliefs that conformed to current biomedical explanations. For instance, some 
parents drew on magical or religious beliefs to explain their son's or daughter's 
disability. A sense of guilt or blame featured in the descriptions of many parents, 
particularly those who described magical/religious reasons to account for 
autism, often expressing the belief that autism was punishment for past 
mistakes. Yet, guilt also featured in the descriptions of some parents who 
ascribed to a biomedical explanation of autism, for instance, perceiving 
responsibility for passing on faulty genetics to their child with autism. Gray 
(1995) concluded that these explanatory models described by parents helped 
them to make sense of autism, a disability which is difficult to understand, and 
thus supported their coping. 
More recently, Mercer, Creighton, Holden, and Lewis (2006) surveyed 41 
parents of children with autism to determine their beliefs on the cause of their 
son's or daughter's disability. They found that most parents believed autism was 
caused by a variety of influences, the most prominent cited factor being genetic 
factors. Parents described such beliefs as affecting decisions on having 
additional children, and, as was found in Gray's (1995} study, a sense of guilt 
121 
for possibly having passed on genetics that caused their child's disability. Aside 
from genetic influences, parents also cited a range of other factors which they 
believed contributed to their child's autism, including prenatal and perinatal 
factors (for example, birth trauma, maternal age, smoking, and prematurity), 
and diet. 
These two studies have provided important insights into how parental 
beliefs about autism may underscore coping and influence the lived 
experiences of parents. Yet, both studies mainly focused on the beliefs of 
parents of children with autism. For example, Gray (1995) interviewed 33 
parents of children with autism, while Mercer et al. (2006) surveyed 41 parents, 
only 3 of which were the parents of adults with autism. To date, no information 
is available on the beliefs of older parents of people with autism. It is possible 
that these parents hold different beliefs on autism to their younger counterparts, 
shaped by their longer caregiving histories and their unique experiences as 
parents of the first generation of individuals diagnosed with autism. 
The apparent lack of information on how older parents of adults with 
autism understand and make sense of autism thus drove my attention to 
parents' conceptions of autism in my analysis, and resulted in the inclusion of 
this chapter within the thesis. Through understanding older parents' perceptions 
of autism, professionals are better placed to understand the role such beliefs 
may play in supporting or inhibiting parental coping. In this chapter, 
subheadings reflect recurring themes drawn from close attention to parents' 
descriptions of their son or daughter with autism. Attention to counter-
narratives, in particular, illuminated the breadth to the analysis of personal 
experience and emphasises the need to understand these as a focus for 
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support as opposed to assuming consistency of perception of autism as the 
basis for an intervention. 
Results and Discussion 
Along with identification of the nature of the balancing act carried out by 
parents, another related theme emerged, that of older parents' perceptions of 
autism. Parents' perceptions of what autism is were compared and contrasted 
across the group in order to understand how these may be associated with 
parental coping. 
The Real Person 
Many parents held positive outlooks about their offspring with autism. In 
fact, parents frequently referred to how their offspring might have been if they 
did not have autism. For example, the construct of Ron's description of his son, 
Victor, below, provides insight into how he perceived his son's true nature. 
My Son 
My son is forty two and significantly retarded developmentally. He 
doesn't say many words. He doesn't like a lot of verbal message. But he really 
can understand you. I'm beginning to realise that he understands more than you 
think. I think he's clever really. His concentration span is quite good and he can 
do forty eight piece jigsaw puzzles now. And he has a job. And at work he's got 
the reputation that he's methodical. And he likes his job, so he's happy. 
My son's really not that bad. He was always generally pretty calm and 
placid. Actually, I think if he had grown normally he would have been a vel}' 
nice, thoughtful fellow. You know, he always had a vel}' strict sense of propriety 
and decency. And in general, he's gentle and caring. He's not a trouble maker. 
He's a gentleman. 
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Growing up, he wasn't a problem in the sense of being demanding or 
destructive. He never interfered in his sister's lives directly. The interesting thing 
is if he was out of sorts, he didn't smash things but occasionally he would. But 
he never smashed their things. Only his own items. 
It's continued on up until now. We could have a group of people at home. 
He would just join us and stay here even for hours. And you wouldn't have any 
worry. And if you then said to him would you go out and get the milk or 
something, he'd go and get it, you know. And he looks after Dad. One time I 
forgot to take my membership card out of a machine at the RSL club. How's my 
son? He thought, "Oh, Dad's forgotten this." He didn't say a word. He just got it. 
Look after Dad, you know. In ways like that if he can help he will help. Yeah, 
he's a gentleman. That's my son. 
My son doesn't have behavioural problems really. Well, I should say that 
with a qualification. There have been a couple of incidents, although his nature 
is not normally violent. And those incidents have been few and far between. To 
my knowledge, every occasion of violence can be associated with a need to get 
a message that things aren't right. And I think they are still situations which are 
outside his control. Sometimes the members of staff didn't know how to deal 
with my son when he became unhappy, and that leads to some problems. 
Another time I made a real blunder, underestimating how much he could 
understand. He was so frustrated and upset because he didn't know how to 
resolve the problem. Even then, he wasn't trying to hurt me. He was taking his 
frustration out on everything else around him. And although he hit his brother, I 
don't think it was very hard. Besides, he's physically as strong as an ox so I 
124 
don't think he knows his own strength. But no, he's not vindictive. It's not in his 
nature, you know? 
In fact, even though he has autism, I'm sure the emotions are there but 
they just come to the surface. The problem here is as much a blockage of 
emotional expression as anything else. For example, family's important to him, 
even though he doesn't see them often. He loves to see them. He also has a 
photo album and he loves to look at the pictures of family and people he knows. 
He particularly loves his niece. He always knows her. There were complications 
when she was born and I think he knows that she's the baby that he visited the 
day she was born. So yes, I think family is important to my son. 
-A construct of Ron's descriptions of his son Victor. 
When talking about their offspring, parents frequently described the sort 
of person they believe their son or daughter would have been if they did not 
have autism. These descriptions often included reference to their son's or 
daughter's intelligence, sense of humour, or social personality. As Ron said in 
the construct above, a quote taken verbatim from his interview, "If he'd grown 
normally I think he would have been a vel}' nice, thoughtful fellow." Similarly, 
when describing his son Darren, John said, "I believe that he's got an 
intelligence that would have bettered his brother. But there's nothing you can do 
about it, so that's it." In her descriptions of Paul, Bev drew attention to her 
perception of his social personality. She said, "He's Vel}' sociable actually. He's 
like my husband. I think if he'd been normal he'd be Vel}' vel}' sociable and he's 
a happy sort of person. He likes being with people." 
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Thus, even though her son Paul showed typical symptoms of autism 
which included deficits in social interaction, Bev perceived an underlying 
sociability in her son. Such perceptions appeared to reflect parents' techniques 
of maintaining a positive outlook of both their son or daughter with autism and 
their caregiving role. Indeed, it appeared that the lack of reciprocity in the 
parent-offspring relationships presented a particular challenge to these parents 
as they attempted to construct positive meanings of their role. Increasingly, 
researchers are drawing attention to the satisfactions that older parents 
experience as caregivers and which arise from the reciprocal nature of their 
relationship with their offspring (Grant et al., 1998; Heller et al., 1997). Yet, 
individuals with autism may experience difficulties in expressing prosocial 
behaviour (Travis et al., 2001) and thus may not be able to reward or support 
their parents in the same way, or to the same degree, as sons and daughters 
who have other lifelong disabilities. 
As illustrated in the quotations above, the parents in the present study 
recounted that their offspring would have been able to reciprocate love, 
affection, and care if they had not had autism. Grant (2007) referred to this 
concept as "hypothetical exchange" (p. 19). Accordingly, some parents are able 
to draw on their beliefs that they would have enjoyed normative exchanges with 
their son or daughter had their son or daughter not had a disability. Grant 
(2007) also drew attention to the role of "deferred reciprocity'' (p. 19), whereby 
parents readjust their expectations for reciprocation from their son or daughter 
in line with their disability. These parents may hold the belief that their son's or 
daughter's limitations mean that they cannot reciprocate the same love and 
affection that the parents show their offspring. These beliefs therefore support 
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parents to continue to give to their offspring without expecting anything in 
return. Further, these parents may cite examples of small signs of reciprocation 
that, in the context of deferred reciprocity, assume major meaning for their 
parents. 
Indeed, there is an example of this in Ron's account of how his son 
"looks after Dad", such as by retrieving his father's forgotten RSL (Returned 
Serviceman's League) club card, mentioned in the "My Son" story at the outset. 
Here, Ron demonstrated his ability to identify instances of prosocial behaviour 
in his son, however small. Ron interpreted these instances as evidence of his 
son's dormant social skills. Coupled with hypothetical exchanges, deferred 
reciprocity helped the families in this study to adjust their perspectives of the 
person they care for. Furthermore, it supported them in the construction of a 
positive outlook on their son or daughter. 
Thus, focusing on what their son or daughter would have been like if they 
did not have autism may have helped these parents to adjust their expectations 
of the rewards typically associated with reciprocity. This may have sustained 
them in their caregiving role. As outlined in Chapter 1, prosocial behaviours are 
associated with parental wellbeing (Beck, Hastings, & Daley, 2004). Thus, by 
adjusting their perspectives of their son's or daughter's disability, parents of 
adults with autism may be assisted to preserve some of the gratifications of 
caregiving, even without tangible reciprocity. 
The Person Under the Autism 
Aside from describing what their son or daughter would have been like if 
they did not have autism, parents' narratives implied that their real son or 
daughter and his or her personality and skills were buried or blocked by autism. 
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This is demonstrated by parents' frequent use of metaphors and descriptive 
language in order to describe the real person under the autism. For example, 
Bev said: 
I've been told by a couple of other people who have worked with Paul, 
underneath his autism he is intelligent. And how do we know what goes 
on in his brain? How the heck do we know? We don't, do we? But I 
remember one person in particular who said that he was very intelligent 
underneath his autism. And [the school counselor] said that what Paul 
was like, well at this stage remember we were back in stereos, you know 
and that. She said he was like a stereo, equipment, that was all there, 
was all perfect, was all very new, it wasn't plugged in so it wasn't 
working. And she said Paul's not plugged in. So, you know, it's a bit like 
that. And we just don't know what's going on in his mind really. 
Thus Bev described her son as being "underneath his autism". She 
seemed to view Paul's disability as a discrete entity, separate from her son's 
true self. By distancing her son from "his autism", Bev objectified the disability. 
Autism is a neurodevelopmental disorder that has resulted in extensive 
investigation of brain structure and function in autism (Bauman & Kemper, 
2005; Herbert & Kenet, 2007). Yet, Bev twice stressed the possibility that her 
son's brain has been spared from disability. In fact, in her narrative, her hopes 
that Paul's brain was not damaged in any way were represented in her use of a 
metaphor of autism as a piece of machinery. Like a stereo that was new and 
"perfect" but simply not plugged in, Bev describes autism as a disability that has 
not destroyed the essence of who her son is, but rather has blocked it from 
coming to the surface and being evident to others. 
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Similarly, Ron described his son's emotions as being buried by autism. 
For instance, Ron described how he taught his son Victor to smile: 
When there was an occasion to smile, I'd say smile. So of course after a 
while he'd smile. [Demonstrates unnatural smile] But gradually though 
he'd stop, you know. It took a long time but he stopped doing that. And 
the smile became a bit more natural. And even a little bit later, along with 
the kissing, the emotion seemed to come. Now, I believe the problem 
here is as much a blockage of emotional expression as anything else. 
The mechanism of doing it wasn't being driven by the emotions. What, 
what I'm describing to you is teaching the mechanism first. And the 
emotions follow. And if you look at everything I've said, it's almost the 
same point. Mechanism first and then [emotions]. But the emotions are 
there but they just couldn't come to the surface. 
Thus, Ron's narrative illustrated his belief of his son's emotions being 
buried by autism, requiring specific interventions and concerted efforts to draw 
them to the surface. 
Some parents' narratives indicated that they viewed autism as an 
external force that buries their son's or daughter's abilities and practical skills. 
For example, Gary and Christine described factors that led up to their decision 
to discontinue their son's employment. Specifically, their son Max's obsession 
for coffee meant that he frequently attempted to escape from work in order to 
get coffee. Even the use of tracking devices did not ensure his safety. Gary 
said: 
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Gary: But that didn't work 'cos we used to pin it on his back and he'd take 
things off. So he worked out what was causing it. Amazing how he 
worked that out, but he did. 
Christine: He tried it a couple of times and worked it out, okay. 
Gary: But he can do things. He can pop things and he's fairly good, 
probably dexterity with his hands. He can make things and do things but 
there's no reason, you've got to try and work out a reason for him to do it. 
Thus, Gary and Christine were fully convinced of the value of their son's 
abilities. They described that he possessed a range of practical skills and was 
clever, as evidenced by his ability to work out how to thwart the tracking device. 
Like Bev's metaphor of the unplugged stereo, Max was considered to be able, 
having the skills and abilities necessary for employment. Yet, autism had buried 
these skills, creating conditions that resulted in Max being unable to utilise his 
abilities in a functional way. Gary and Christine were in agreement that the 
symptoms associated with autism, including obsession with coffee and poor 
comprehension, coupled with Max's own cleverness, conspired to destroy his 
potential to remain in gainful employment. Therefore, according to Gary and 
Christine, autism had buried their son's skills. 
Thus, parents' typically described their son or daughter as a person 
under the autism, rather than an individual with autism. Such perceptions may 
be illustrated by the photograph shown below, which I took to encapsulate the 
narratives described by the majority of parents in the current study. 
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Figure 2: Buried By Autism 
Yet, such constructions often lead to autistic traits being seen within a 
negative frame. Further, belief that the person is buried by autism may reinforce 
the idea that a person with autism is a tragic figure, the innocent victim of 
misfortune. Such constructions are at odds with the arguments made by some 
individuals with autism who call for autism to be seen as a difference in ability 
rather than a disability (Lawson, 2003), or who assert that autism is an inherent 
feature of an individual with autism and as such challenge the idea that autism 
is a tragedy (Sinclair, 1993). Perceptions of a tragic view of disability may also 
conflict with constructions by professionals who adopt client-focused and 
strengths-based approaches to understand and support individuals with 
disabilities such as autism. 
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Counter-Narratives: Descriptions of the Individual with Autism 
Only a few parents spoke of their son or daughter as an individual with 
autism. Audrey, for example, told stories that indicated that she saw autism as a 
fundamental aspect of her son Andrew's personality. In describing her son, 
Audrey stated: 
And Andrew's turned out to be the most delightful man you would ever 
meet. He's the only person that I know, whether it's part of the problem, 
the autism, he's never told a lie. And he's never bad mouthed one person 
in his life. And I've learned so much from him. He always sees the 
positive side. 
Here, Audrey described her son's symptoms as being thoroughly 
integrated into who he is as a person. Rather than being buried by autism with 
his true nature blocked by the autism, Audrey described Andrew as an autistic 
person which is nothing to feel ashamed of; indeed, she described him as 
unique in a positive way. Autism is a defining feature of his personality, and it 
may have contributed to the aspects of his personality that she valued the most, 
such as his honesty. Yet, whilst emphasising the positive aspects of autism, 
Audrey fully acknowledged the atypical nature of her relationship with her son. 
For instance, when later describing how she anticipated Andrew would cope 
with her eventual death, she said: 
He will miss me, but he will cope because even though we have a terrific 
close relationship it's the nature of the person with autism that they can't 
really have that close relationship like a normal person. You know? And 
so, even though in his own way he loves me, it's different, you know? 
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Thus Audrey was not troubled by the non-normative nature of her son's 
affection for her. Rather, she acknowledged his difference and embraced 
autism as a fundamental and essential feature of his personality. Given the 
connections between reciprocity and rewards and gratifications of caregiving 
(Grant et al., 1998), by focusing on Andrew's appreciation and affection for her, 
even in light of the difference in its nature, Audrey may have actively 
strengthened her sense of gratification in her caregiving role. Such gratifications 
and rewards may not be as readily available to the other parents who see 
autism as separate to their son's or daughter's true character. 
Making Sense of Challenging Behaviours 
Despite parents' descriptions of their son's or daughter's sociable, calm, 
or friendly nature, at times such descriptions seemed at odds with other 
narratives provided by these parents, namely, the disaster narratives described 
earlier. For instance, compare how Ron described his son in the construct "My 
Son", mentioned earlier, with the following story extract. I have used the original 
story to create a hypothetical report similar to those found in the case notes of 
so many adults with disability. It is a synthesis of information reported by Ron 
during his interview. However, individual details have either been changed or 
omitted in order to preserve the anonymity of the family as well as to assist in 
meaning making. Using my own clinical experience, I created this report to 
serve as a device for more clearly elucidating the stark contrast between 
parents' descriptions and the perceptions that others, such as professionals, 
may have of the individual with autism. 
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Challenging Behaviours 
Victor has a history of intermittently exhibiting challenging behaviours, both 
at the group home, as well as at the family home. Indeed, Victor's move out of 
the family home and into supported accommodation was precipitated by his 
challenging behaviours. This included throwing projectiles such as bricks over 
the neighbours' fence. 
In more recent times, incidents of violence have occurred both when visiting 
his family home, and at his supported accommodation. Incidents have included: 
• Hitting and kicking family members, resulting in their injury, smashing 
furniture, 
• Kicking staff at his supported accommodation 
• Fighting with and hitting other residents 
At times, such violence within the group home has required police 
intervention. Following incidents at the family home, the group home staff 
participated in supporting the re-introduction of home visits and reestablishment 
of confidence for Victor and his family. 
Thus, although Ron held positive perceptions of his son, he also 
recounted narratives that appeared to challenge some of his positive 
evaluations. Indeed, for Ron and other parents who participated in this study, 
evidence of violent or offensive behaviour displayed by their son or daughter 
towards others, including the older parents themselves, appeared to constitute 
a threat to these parents' positive perceptions of their offspring. Yet, in order to 
harmonise beliefs about their son's or daughter's true nature with these stories 
of challenging behaviours, many parents focused the blame away from their son 
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or daughter and instead directly blamed the autism, which they did not see as 
part of their son or daughter. Close analysis of the disaster narratives revealed 
a range of factors that parents perceived as the real reason their son's or 
daughter's problem behaviour had escalated, which all related directly or 
indirectly to the symptoms of autism. 
For example, Rose spoke about her son Simon's relationship with staff at 
his group home. She said: 
A lot of people have not liked Simon and they've been scared of him and 
he picks up on that and he reacts. And then they get thrown against the 
wall. [laughs] But the thing is they read that as a personal aggression 
towards them. With autism it's not really personal. 
Thus, Rose directly blamed the objectified autism rather than her son for 
challenging behaviours against staff. According to Rose, Simon simply could 
not help it. It was the autism that made him do it. Rose's narrative also implied 
that if others do not immediately warm to her son, it was through no fault of his 
own. Instead, it was the fault of autism that makes him look like an aggressive 
person. In saying "But the thing is they read that as a personal aggression 
towards them. With autism it's not really personal", Rose suggested that others 
also need to see beyond the autism which has trapped her son and attribute 
challenging behaviours to autism rather than to Simon personally. 
Similarly, Ron's disaster narratives firmly situated instances of 
challenging behaviours as the direct result of both autistic behaviours and 
related communication difficulties, as well as the failure of third parties to 
adequately take autism into account when interacting with his son. For instance, 
Ron described how a fight broke out between his son Victor, who has autism, 
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and Chris, who is Victor's step brother. Ron had previously described Victor as 
a gentleman who is gentle and caring: 
We've had one blow up. And I made a bad mistake. When Chris was 
about eleven or twelve I think at the time, Victor was home Saturday 
night. And he was due to stay home the night. I think Victor had gone off 
eleven thirty or twelve, got changed. And Chris for some reason wanted 
to stay up a bit later. I think Victor thought that Chris might be getting 
ready for bed. Victor sort of grabbed Chris. And, don't know whether he 
hit him or, I think he did hit him, don't think it was very hard. My guess 
again in retrospect was that he thought Chris should be going to bed. 
Because he doesn't use language, you see? Well, of course that upset 
us all, particularly Chris's mum. And I pulled Victor away. And this is 
where I made the big mistake. I said, "Victor, you must not hit Chris." I 
said, "If you hit him you will not be able to come home." Now the big 
mistake is I think Victor understood only too well what I said. I think he 
understood. He went to his room. I wanted him to go to bed. And he went 
to his room and he was very, almost wild. The room actually has a door 
that we don't use with a glass panel. But he started trying to smash the 
glass. And I went to try and stop him. As I say he's very strong. And he's 
kicking and struggling and I'm struggling. And I actually think I got a 
fracture in my arm when I did it because my arm was sore for a long 
time. Sort of tumbled off the bed. And then he picked up a chair. And I 
thought he was going to hit me with the chair. But no, he wasn't going to 
hit me with the chair. He smashed the chair into the wall. The plaster sort 
of caved a bit and the chair fell in pieces 'cos he's so strong. And I 
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realised he wasn't attacking me. He was sort of trying to take his 
frustration out on everything around him. 
In evaluating the incident, Ron concluded: 
It was a long time before everyone got over the fright. I put it all down to 
underestimating Victor's understanding of what I said and 
underestimating the severe impact on him of the suggestion that he 
wouldn't be able to come home. You know? I think /learned from that ... 
It was terrible to Victor. Everything went wrong. He never meant it to be 
such a big deal. He doesn't know how to say he's sorry. He doesn't know 
how to restore the balance. It is quite sad that he doesn't know how to. 
Doesn't know how to say he's sorry. He might be terribly sorry. He just 
doesn't know how to tell you. 
Thus, the events of this narrative provided Ron with the challenge of 
harmonising this account with his previous descriptions of his otherwise 
gentlemanly son. Indeed, the work accomplished by this narrative is to 
persuade the listener to agree with Ron's assignment of blame. Labov (1997) 
argued that the orientation of a narrative is fundamentally connected to the 
narrator's assignment of blame as it reveals much of the narrator's ''theory of 
causality" (p. 409). Indeed, the orientation of the above narrative was used by 
Ron to highlight a range of factors he ascribed as truly responsible for the 
altercation, aside from directing blaming his son. For instance, Ron highlighted 
the role of the mismatch between Victor's comprehension and expression skills 
as a catalyst for the argument. Ron's repeated references to his son's strength 
suggests that he believed that Victor does not 'know his own strength' and 
therefore did not show intent to cause so much damage towards members of 
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his family or other objects in the environment. Ron assigned blame to his own 
actions rather than to his son. Rather than becoming a story of tragedy for those 
who were actually physically hurt in the altercation, Ron's evaluation 
constructed this narrative as a story of Victor's tragedy: the tragedy of 
understanding more than others realise, the tragedy of not being able to say 
you are sorry, and the tragedy of being unable to express anger in more 
effective ways than through physical aggression. In doing so, Ron deflected 
blame away from his son and at the same time preserved his positive 
perceptions of his son. 
Similarly, a tendency to blame challenging behaviours on an objectified 
autism was also reflected in Bev's story of her son's escalation in challenging 
behaviours following his grandmother's move to a nursing home, noted in the 
previous chapter. Within that narrative, Bev specifically attributed the blame for 
her son's attack on other women at his grandmother's nursing home to his 
difficulties coping with changes in routine, a typical symptom of autism. Bev's 
description of events following the death of Paul's grandmother echoed Ron's 
blame of third parties for the escalation of challenging behaviours. She said: 
And when she died of course all hell broke loose. They had to put him on 
tranquillisers or some drug which unfortunately, as it does with a lot of 
autistic apparently, it had the reverse effect and he became quite worse. 
His libido was heightened. He began chasing girls around where he was 
working. He was one problem after the other. Finally we were here one 
night. And he was getting more and more wound up. He was doing what 
we call his monkey act. He gets upset. [mimics Paul's vocalisations] 
Biting himself and that. And it was nearly midnight. And I'm waiting for 
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Barry to come home from work and my nerves were absolutely shot. And 
I said Paul you've got to stop it, now stop it. You've got to stop it. And the 
worse thing I could have said, "I'm going to call [the group home] and ask 
them if they'll come and take you back, you know." And he just went off 
his brain and screamed and yelled and bit himself. And I ran out there 
and called my son-in-law. And my son-in-law, admittedly he didn't handle 
it too well, he put Paul in a headlock. And these men, when they get like 
this, they get enormously strong. And my son-in-Jaw's the same size and 
probably a lot fitter than what Paul is but he couldn't hold Paul. He got 
him in a headlock on his bed and Paul's shaken him loose. And he's 
gone through the window. He hasn't gone through but he's busted it. And 
he's cut all over his hands, cut his head, he's bleeding like anything. And 
I'm screaming my head off. 
Numerous parallels between the disaster stories of Bev and Ron are 
evident. Like Ron, Bev's orientation of this narrative firmly situated her son's 
difficulties in coping with change as an important catalyst for the eventual 
disaster. She then drew attention to a number of factors, all outside the control 
of her son, which she believed contributed to the disaster, including 
inappropriate prescription of medication and her mistake in threatening to send 
him back to the group home. Reminiscent of Ron's references to his son's 
strength, Bev also attributed the extent of damage to the enormous degree of 
strength naturally exhibited by young, healthy men. Thus, like Ron, Bev's 
narrative attempted to reconcile instances of challenging behaviours with her 
perceptions of her son's true nature. In fact, parents' conceptions of autism as a 
discrete entity from their son's or daughter's true nature provided them with a 
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specific object to which blame could be assigned directly without damaging their 
positive perceptions of their son or daughter. Yet, as discussed above, not all 
parents saw autism as a separate entity to their son or daughter with autism. 
These parents managed blame in different ways to those parents who saw their 
offspring as buried by autism. 
Counter-Narratives: Blame and Offspring Not Buried By Autism 
The stories of some parents constituted counter-narratives as they did 
not describe their son or daughter as being buried by autism. Their stories 
further illuminate the role that these conceptions of autism have on maintaining 
positive perceptions of their offspring. We have already considered the 
narratives of Audrey, who was one of the few parents to describe autism as an 
essential and valued aspect of her son's personality. Of note is the fact that 
Audrey did not describe any disaster stories of challenging behaviours which 
threatened her positive perceptions of her son. Instead, Audrey stated that she 
valued autism for the ways in which it was manifested in her son's personality. 
One other mother, Elizabeth, also described her son in ways that did not 
portray autism as a distinct, separate entity. Yet, unlike Audrey, Elizabeth told 
narratives which described her son's challenging or undesirable behaviours. As 
was discussed in the previous chapter, Elizabeth interpreted her son's attempts 
to draw her into his routines as manipulation rather than as an expression of his 
attachment to his mother. Elizabeth also described her son's relationship with 
his neighbours this way: 
Elizabeth: Because Mark is very good at manipulating. Mark can be a 
sweetie. He can be an absolute darling. Because from this entire court, if 
he's on a diet, he has the entire court feeding him. 
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Interviewer: [laugh] He's got it all worked out. 
Elizabeth: Definitely. There's no barriers you know ... 'Cos a week ago 
Monday, he had to fast for, no food, no water. So it was here. So I 
thought we'd walk around the shops. You wouldn't believe the many 
people who wanted to feed him. Give him a drink. "Oh you poor thing." 
'Cos Mark really knows how to manipulate. "I'm going to have an 
ultrasound. I'm not well. And, ooh." [laughs] And the next thing they come 
out with cake. "An ultrasound. That means he's fasting dear." "Oh." One 
nearly wrapped up a cake for him and told him to have it after the 
ultrasound. So I'm the Wicked Witch of the North. 
Thus, whilst the symptoms of autism were perceived as an essential part 
of her son's personality, Elizabeth did not interpret such features in a positive 
light. Just as she understood Mark's attempts to involve her in his routines as 
manipulation, she saw his interactions with others in the community in a similar 
way. Rather than construing these behaviours as an inevitable result of an 
objectified 'autism', these behaviours were instead described as part of Mark's 
character or personality. Unlike other parents, Elizabeth saw her son's nature 
as manipulative, only appearing kind and sweet when it was in his best 
interests. As a result, the relationship between Elizabeth and Mark was not a 
mutually enjoyable one. Instead, Elizabeth felt she was perceived by Mark as 
"the Wicked Witch of the North." 
Thus, Elizabeth did not appear to enjoy a positive relationship with her 
son, and so this did not appear to constitute a source of satisfaction for her in 
her caregiving role (Nolan et al., 1996). It is possible that by not perceiving 
autism as a separate entity to her son's true character, Elizabeth was left with 
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no choice but to attribute blame for undesirable or challenging behaviours 
squarely with her son. 
Absolving Parental Blame 
Aside from allowing parents to maintain positive perspectives on their 
son or daughter, blaming the autism also appeared to release the older parents 
themselves from blame by absolving their son or daughter of responsibility for 
their behaviours. Indeed, blame and guilt were common themes across the 
interviews. Such feelings appeared to be related to perceptions of 1) parental 
responsibility for behaviours, 2) diagnosis experiences, and 3) blame arising 
from beliefs in the genetic basis of autism. 
Parental Responsibility For Behaviours 
Firstly, some parents told stories that revealed that they felt that their 
son's or daughter's challenging behaviours reflected on them as parents and on 
their parenting style. Their stories suggested that they were keenly aware of 
other people's attitudes towards their son's or daughter's disability. For 
example, Gary and Christine recounted what it was like to take their son Max 
out in public as a young child. Gary stated: 
When he was in the pram, stop at the lights with a screaming child. 
Here's this mother with a screaming child. Nothing you could do, had to 
wait till you could. Then you had people looking at the mother, looking at 
the child, you know. 
Rather than emphasising the feelings of a young mother who is having 
difficulties controlling her son's behaviour, Gary described the community 
attitudes towards the mother and the child. Indeed, these early experiences of 
negative community attitudes appeared to still have much meaning for these 
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parents, although they had occurred around 30 years ago. Gary later described 
the two edged sword of having a child who did not physically appear disabled 
this way: 
Gary: But when you've got a chl1d, you go on a picnic and they take off 
and walk straight across 
Christine: Across the blanket [laugh] 
Gary: And the blanket. And tread in somebody's salad as they're eating 
it, you think. It's all happened, all these things happened. And you go, 
"Oh, I'm sorry, I." And they look and they think, you know. And he looks 
normal. And they don't look, when he was young, they look, unless they 
do some bizarre behaviour, just being around him, that kid doesn't look 
any different to that one. 
Thus, since their son did not look different from any other child, Gary and 
Christine appeared to feel acutely the pressure of scrutiny from others. Knowing 
that people, particularly other parents, were not automatically able to draw on 
their son's disability as a factor to explain or excuse Max's behaviour, Gary and 
Christine felt that they were held responsible for his behaviour. Such beliefs 
exposed Gary and Christine to criticism, particularly from closer friends and 
relatives. Gary said: 
You get other parents, you get all the friends and relatives giving you 
advice. And they don't know what they're talking about .... Just different 
people saying, "I think that I think it's his environment." In other words, 
it's our fault. 
Thus, when others blamed Max's environment for his disability, to Gary 
and Christine, this really became a euphemism for blaming them personally. For 
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these parents, blame was a key early experience and was attached to their 
inability to control their son's behaviour. As a result, specifically blaming autism 
for Max's challenging behaviours may have also acted to release them 
personally from blame by others that had become a familiar issue since their 
earliest experiences as parents. 
Diagnosis Stories and Blame 
Another early experience related to blame involved the diagnosis of 
autism. Although interviews particularly focused on older parents' more recent 
experiences, the enduring impact of the experience of having a son or daughter 
diagnosed with autism was made particularly evident by parents. Even when 
participants were not directly prompted to describe how they came to know their 
son or daughter had autism, many older parents presented vivid and detailed 
narratives about their experiences in seeking a diagnosis of autism for their son 
or daughter. For instance, parents whose children were diagnosed during the 
1960s often set their narratives against the backdrop of the theories of the 
causation of autism generally accepted by professionals at the time, namely, 
that that autism was caused by so-called "refrigerator mothers" (Bettelheim, 
1967). This psychogenic theory of autism proposed that the symptoms of 
autism were caused by poor mothering, specifically, a lack of warmth. The 
narratives of the parents whose sons and daughters were diagnosed during this 
time suggested that their diagnosis experiences reinforced a sense of guilt or 
blame for their child's autism. Beryl, for instance, recounted her experiences in 
seeking a diagnosis for her son: 
Beryl: I heard Vern Barnett [an early advocate for services for children 
with autism] talking on radio, describing Luke's symptoms. [laugh] And 
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he said, you know, if you suspect such a thing you shouldn't delay, and I 
don't know how old he was when I heard that. But anyway, I just sort of 
realised there was something radically wrong. 'Cos I had two kids to, to 
work it out by. 
Interviewer: Yeah, yeah. No, that's interesting. Right, so around that time 
then you started with the paediatricians and all that after that time? 
Beryl: Yes. I think there was a place called [name] that did diagnostics. I 
was not impressed with that. 
Interviewer: No? 
Beryl: No. 
Interviewer: What happened there? 
Beryl: Well, only the current view was that autism was caused by 
refrigerator mothers. [laugh] ... I wouldn't buy that one. 
Beryl's cynical laugh after referring to refrigerator mothers and the 
psychogenic theory suggests an underlying anger and mockery of the prevalent 
causation theories at the time, as well as of her treatment by diagnostic staff. 
Charmaz (1999) argued that the language of anger or obstinance, noted within 
Beryl's narrative here, may actually signal an attempt to preserve and control an 
individual's moral status, a reflection of the person's own relative human worth. 
Indeed, any suggestion that someone has failed as a parent and has 
subsequently caused a significant breakdown in their child's development is 
likely to represent a devastating blow to that parent's identity and moral status. 
Beryl's cynical, sarcastic, and defiant language, represented by her laugh, a 
derisive nickname that she later used for the doctor, and her direct rejection of 
the doctor's theories with "I wouldn't buy that one", represents her reaction to 
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such threats to her status as a mother. Further, the angry tone here highlights 
Beryl's sense of injustice at being wrongly accused (Charmaz, 1999). Thus, for 
Beryl, diagnosis experiences created instances where she needed to defend 
herself and her reputation against professionals, with their inherent superior 
power and status. 
Not all parents projected such a strong sense of self confidence when 
dealing with professionals as Beryl. For example, Gary and Christine described 
their bewilderment at becoming the focus of a psychiatrist's analyses: 
Gary: So eventually when we got referred on to the [service provider] 
they then organised for us to see a family psychiatrist at somewhere [in a 
metropolitan region]. I forget his name. And the idea of that is that they 
wanted to have a look at us, you know. What's wrong with this child? 
Christine: We were surprised. They hardly looked at Max, did they? 
Gary: As soon as you see a problem with a child the first thing they spin 
around and point at the parents. 
Christine: I suppose they got to check you out. 
Gary: Why is this person like that? So they talked to us. 
Christine: Separately. 
Gary: And then that 
Christine: Then together. 
Gary: And then together. And then asked me to play with Max. And I was 
pretty inadequate then, you know ... 
Christine: It was quite a surprise because it was so unexpected but 
anyway we must have passed all right. And then he said to us when he 
was about four or three and a half four, he said he thinks he's autistic. 
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And he says the best you can hope for with this child is he'll work in a 
sheltered workshop. That is the best you can hope for. Which I suppose 
he was right but at the time, well in a way we were relieved that 
somebody had said 
Gary: What's wrong with him. 
Christine: Yes, there is something wrong with this child because you start 
to think it's you. And then in another way we didn't like the diagnosis 
once it came. 
In the preceding narrative, the anger and obstinacy that Beryl expressed 
is not evident. Yet, Gary and Christine's narrative also suggests that the 
diagnosis reinforced feelings of blame and guilt for them. Gary and Christine 
were both well aware that they were under the scrutiny of the assessing 
professionals. However, rather than rejecting outright the suggestion that their 
parenting caused or contributed to their son's disability, Gary acknowledged 
that at the time he was "pretty inadequate". 
Within this narrative, Gary and Christine present as having a balanced 
outlook, regardless of how suggestions on their parenting ability may impact on 
their morale. This could be for several reasons. On one hand, it is possible that 
the process of seeking a diagnosis caused them to start to doubt themselves 
and their abilities as parents. Although they acknowledged the implicit 
suggestion that they had contributed to their son's disability, "they wanted to 
have a look at us, you know. What's wrong with this child?", Gary and Christine 
provided explanations to justify their "inadequacy", thereby preserving their 
status in the face of accusations. For instance, Christine later explained how 
their lack of experience as parents contributed, saying, "When you're brand new 
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parents, first child, you don't know."Thus, since Max was their firstborn, Gary 
and Christine could not draw on their past experiences and knowledge of typical 
child development as they could with their later children. 
Aside from possibly reflecting their partial agreement with the diagnosing 
professionals, by acknowledging their "inadequacy" Gary and Christine may 
also have tempered what they said because they know that I am a speech 
pathologist and a member of the professional system. By admitting their lack of 
experience and providing justification for it, Gary and Christine may have 
attempted to express their frustration at such accusations whilst not appearing 
antagonistic or hostile towards me as a professional. Either way, Christine's 
evaluation of this narrative at its conclusion suggests the meaning that 
diagnosis of autism held for her and her husband. She said, "We were relieved 
that somebody had said [Gary: What's wrong with him.] Yes, there is something 
wrong with this child because you start to think it's you."Thus, for Gary and 
Christine, a diagnosis of autism meant that they no longer felt responsible for 
Max's disability. The diagnosis of autism, although not altogether welcome, "in 
another way we didn't like the diagnosis'; allowed the parents to feel absolved 
of blame. Such comments are reminiscent of Bev's evaluation of the meaning 
diagnosis held for her: 
When he was seven, they sent him, as they did all the kids when they 
reach seven to [a diagnostic centre], I think it was, for assessment. And 
the assessment came back from there autistic and born that wav [Bev's 
emphasis]. So it took seven years to get that label completely written. 
When asked how she felt when she received that report, Bev said, "I felt 
relief. I felt it was at least it wasn't my fault." 
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Bev specifically emphasised the words "born that way", thus highlighting 
that, for her, diagnosis also released her from blame for her son's difficulties. 
Thus, for many of these parents, although the process of diagnosis presented a 
challenge to their status and may have constituted a distressing blow to their 
sense of competency as parents, the final diagnosis of autism provided relief 
from the inherent blame and guilt. Yet, many of the parents' narratives also 
suggested that this absolution was not total. 
Genetic Guilt 
Despite the fact that for many parents diagnosis of autism somewhat 
absolved them of blame for directly causing autism through poor parenting, 
narratives indicated that, as in other studies (Gray, 1995; Mercer et al., 2006), 
these parents still felt responsible for the autism because of suggestions that 
there may be a genetic basis of autism (Losh, Sullivan, Trembath, & Piven, 
2008). For example, when describing his awareness of community attitudes 
towards his son, Gary said, "But when they can see that that's their parents, 
those people are responsible for bringing this person into the world." 
He later referred to their decisions regarding whether or not to have more 
children following their son's diagnosis with autism. Gary described his thoughts 
to himself this way, "Should you have any more children? Is there something 
wrong between us, you know?" Thus, although parenting styles are no longer 
believed to cause autism, Gary's comments shows that feelings of guilt were 
still very strong simply because there might have been "something wrong" with 
his or his wife's genes. 
Elizabeth also made comments that suggested that she was aware of, 
and felt a measure of responsibility for, her son's disability as a result of the 
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genetic basis of autism. For instance, Elizabeth described her attempts to set 
up a special disability trust to make financial provision for the future care needs 
of her son, Mark. In explaining her motivation for taking such actions, she 
stated, "Because I thought well, we could make some of our estate available to 
the government to help because unfortunately we have genetics in the family. 
We find out too late." Elizabeth's reference to her family's genetics indicates 
that she felt a measure of guilt that she may have contributed genes that 
caused her son's disability. Indeed, her reasons for investigating whether or not 
she could set up a special disability trust for her son may have implied that she 
felt that she owed compensation to both her son and the government for her 
part in creating a child with autism. Feelings of guilt related to genetics are also 
suggested in Elizabeth's reference to finding out "too late" that her son had 
autism. This comment suggests that Elizabeth here preempted any possible 
suggestion that she was reckless in reproducing when there were ''genetics in 
the family." As she and her husband were not aware of either that there may 
have been a genetic base contributing to autism in the family, or that a genetic 
contribution exists for autism, Elizabeth thus attempted to absolve herself and 
her husband of blame for her son's autism. 
Parents' feelings of guilt may have been compounded by their 
observations of autistic characteristics in their wider families. In fact, 5 out of the 
13 families involved in this study specifically reported actual or probable family 
history of the broader autism phenotype. At times, participants drew upon their 
accumulated experience and knowledge of the symptoms of autism and 
speculated on the likelihood of other family members having the disorder. Such 
reports reflect current evidence which strongly suggests that autism is a highly 
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heritable disorder (Steyaert & De La Marche, 2008). Steyaert and De La 
Marche's recent (2008) review concluded that, based on current evidence, 
autism spectrum disorders appear to be a disorder of brain connectivity 
involving a range of genetic mechanisms. A strong genetic link in autism was 
implicated by a British twin study that found a concordance rate of 60% for 
monozygotic twins, much higher than the 3-5% concordance for dizygotic twins 
(Bailey et al., 1995). Further, siblings of individuals with autism are known to be 
at elevated risk for autism. The reported recurrence rate is 2-8% in siblings of 
children with autism, which exceeds the prevalence rate in the general 
population (Muhle, Trentacoste, & Rapin, 2004). Indeed, in the face of such 
statistics, some older parents may believe they have a strong basis for feelings 
of guilt. 
Thus, blame and guilt was a prominent theme within the narratives of 
these parents arising from parental perceptions of responsibility for their 
offspring's behaviours, their experiences during diagnosis, and from their 
awareness of the genetic basis of autism. In essence, by blaming the autism 
parents asserted that it was neither their fault, nor the fault of their son or 
daughter. This overarching perspective is encapsulated in Rose's comment: 
It's not their fault, no fault of their own that they were born like that, you 
know. And there's no way of knowing that you're going to have a child 
with that disability because there's no way, before it's born. So you can't 
halt the process. 
Thus, blaming the autism may bring some comfort to parents, allowing 
them to maintain positive perceptions of their son or daughter with autism as 
well as allowing them an opportunity to absolve themselves from blame. The 
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perception of autism as an object that has trapped their son or daughter 
appears to constitute a feature of the cognitive coping employed by these 
parents. Yet, ascribing to this model also appeared to hold certain 
disadvantages for parents. 
Pitfalls of the Model 
Autism As Irremediable 
Although seeing autism as a discrete entity that has buried their son's or 
daughter's true self appeared to support parents in maintaining positive 
perceptions of their son or daughter, this did not necessarily extend to positive 
beliefs regarding their son's or daughter's potential for change. Some parents 
who described their son or daughter as being buried by autism also saw autism 
as irremediable. These beliefs extended to the symptoms of autism, whereby 
difficulties with communication or challenging behaviours were seen simply as 
inherent features of autism that could not be improved. For instance, Thelma 
described her son's constant laughing which she found frustrating: 
Thelma: But he has these funny laughing episodes at times which drives 
you barmy because you have no idea what it's about. And that's 
frustrating. That's a little bit um, what do they say when it's not suitable? 
What's the word that they use? 
John: Not appropriate. 
Thelma: Not appropriate. That sort of thing, yes. But that kind of thing, 
yes. 
Interviewer: So it's frustrating 'cos you don't know how to deal with it or 
respond really? 
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Thelma: Yes. Well there's nothing we can do actually. I think we've 
learned that over the years. You just go with the flow. Yes. 
Of note is the fact that I, a speech pathologist with experience in 
intervention, interpreted Thelma's report of frustration as resulting from not 
knowing how to respond to Darren's inappropriate laughing behaviour. Thelma's 
response indicated that I held a different perspective of such behaviours to her 
own. Thelma immediately corrected my assumption by stating her belief that 
there is nothing that can be done about such behaviours. They were fixed. Her 
years of experience had taught her to "go with the flow" rather than take specific 
and focused steps to change or modify these behaviours. Her response also 
rightly affirmed that she, as a parent, knew more about her son that I did. Thus, 
when discussing interventions such as speech pathology, John and Thelma did 
not appear enthusiastic about the likely success or benefit of treatment. 
Attention to parental perceptions of the nature of autism allows a further 
interpretation of Rose's narrative about her decision to not visit her son regularly 
at his group home which was discussed in the previous chapter. Rose said: 
You can't be involved with Simon on a day-to-day basis if he's not going 
to be here twenty-four seven because it just doesn't work. So it's best 
that I'm out of the picture a lot of the time. Like I don't even go over to the 
house anymore because the few times that I've gone over the house he 
panicked because he doesn't know why I'm there or what we gonna do 
and he gets confused. It upsets his little safety net, whatever it is, or that 
thing in his mind, yeah. And so I don't even go over there any more and 
they just bring him over in the van eve!}' now and again and he runs in 
and runs out. 
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In the previous chapter, I suggested that Rose's decision to avoid regular 
contact with her son was a reflection of her beliefs in the meanings of quality of 
life for an individual with autism, namely, the need to avoid disruption to daily 
routines. Yet, in light of parental conceptions of sons and daughters being 
buried by autism, we could interpret Rose's narrative as evidence that she saw 
her son's true nature as "an endearing person" with "an amiability about him", ·~ 
gorgeous little fellow" who is only upset when she disrupts his routines by 
visiting him. Her belief that the only way to make her son Simon happy and to 
support him in becoming the person he is supposed to be seems to have led 
her to the extreme decision to avoid contact with him altogether. Since Rose did 
not believe that any other options were available to manage the behaviours, she 
could not take more proactive steps to manage Simon's behaviour. This 
narrative is also an example of the fact that there is no one single meaning or 
truth demonstrated in qualitative research. 
In summary, for some parents in this study, acceptance of their son's or 
daughter's disability meant coming to terms with the fact that many of their 
offspring's skills were buried by autism and unlikely to come to the surface. 
These parents may see any encouragement to seek intervention services as a 
signal that they have not come to terms with their son's or daughter's disability 
and have unrealistic expectations for their future. John reflected this assumption 
when he commented, "No, we took him to several specialists and they all said 
look he's not going to talk. So let him do the things that he can do, like sign 
language and write."Thus, to John, acceptance that his son had autism was 
synonymous with acceptance of his current level of functioning in areas such as 
communication. The metaphors employed by these parents to understand and 
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explain autism in many cases precluded the ability to tap into their son's or 
daughter's true potential. 
Counter-narrative: Autism as fog. Yet, not all parents' conceptions of 
autism appeared to prevent them seeing the symptoms of autism as potentially 
remediable. Beryl saw autism as a factor that had trapped her son's true self 
and true abilities, but at the same time saw value in intervention services that 
sought to develop her son's skills. This can be seen in her description of 
changes she had observed in her son's level of functioning following his move 
back home after living in a group home. Beryl said: 
There's real progress made. Almost month-by-month you can see it. 
Which didn't happen before. You're just trying to keep him happy before. 
It's vastly different. But he needed one to one, which I was aware of, 
which he got at the weekend, before. But now, I can keep going. I 
actually think with autism they form dreadful habits if you don't stop them. 
And if you do form habits then before you can do anything positive, 
you've got to undo all the -And that's quite labour intensive. So that's 
really what I've been doing. But now we're at the point, and have been 
probably for some time, where we can actually put in positive stuff. And 
see him slowly cotton on to it ... I suppose he was depressed really. Of 
course he couldn't be himself. He didn't know who he was I suppose 
really. He got lost in the autism fog in the house really I think. 
Earlier, Beryl noted, "He looks clear into your eyes and listens carefully to 
what you're saying ... It was spasmodic before. Now, he's much more with me. 
Or anybody else for that matter." 
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Here Beryl employed the metaphor of autism as a fog. Although her son 
Luke was previously "lost in the autism fog", this "fog" had since lifted through 
her own concerted efforts at managing its symptoms. To Beryl, the symptoms of 
autism were not fixed. Rather, she could "put in positive stuff", thereby 
improving her son's level of functioning. Although her son had been trapped by 
autism, appropriate management of autism had allowed her son's true nature to 
be realised. In fact, management of symptoms for Beryl meant following a strict 
diet regime for her son and organising and paying for sessions with a private 
speech pathologist. Thus, it seems that, as Lazarus and Folkman (1984) noted, 
different perceptions and coping strategies influenced parents' evaluations of 
and readiness to engage in intervention strategies. 
Onus on Parents: Contributions to the Balancing Act 
The belief that autism is irremediable meant that to some parents, rather 
than working to modify or minimise some of the symptoms of autism, the only 
avenue for managing behaviours lay in the environment. Consequently, such 
perspectives placed the onus on parents to regulate their own behaviour so as 
to not upset their son or daughter and to realise the ideal son or daughter. This 
belief for which parents may hold themselves responsible is suggested in the 
way that both Ron and Bev apportion some of the blame for their son's disaster 
narratives to their own behaviours, discussed earlier in the chapter. 
Further, in her narrative about the autism fog, Beryl stated that her 
current proactive manner of working with her son stood in contrast to her earlier 
efforts. According to Beryl, before, she was 'Just trying to keep him happy". 
Such efforts may correspond to the balancing act described in Chapter 4, 
whereby parents take whatever actions they believe necessary in order to 
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promote their son's or daughter's quality of life or happiness regardless of the 
implications for themselves personally. Thus, if parents subscribe to the belief 
that their son or daughter is buried by an irremediable autism, they may either 
face substantial costs to their social life and emotional wellbeing, inherent to 
many parents' balancing acts, or they may decide to hand over the caregiving 
role to formal services in a substitutive manner in order to avoid such costs. 
Conclusion 
These older parents' narratives suggest that many perceive their son or 
daughter as being buried by autism, with their true nature and abilities being 
trapped and unable to come to the surface. Focusing on the true person under 
the autism may constitute an important cognitive coping strategy that supports 
parents in maintaining positive perceptions of their son or daughter with autism. 
Further, conceiving autism as a separate and discrete entity from the true 
person under the autism may provide parents an opportunity to blame the 
autism directly for the symptoms of autism without damaging their positive 
perceptions of the offspring or their own parenting skills. Blaming the autism 
may thus function as a way to absolve both the individual with autism as well as 
the parents themselves from blame. Further, these conceptions of autism 
appeared to represent attempts by the parents to make sense of a seemingly 
inexplicable disability. In doing so, their explanations of incongruencies between 
their son's or daughter's true nature and the behaviours they, at times, 
displayed, resembled a search for coherence in parents' approaches. Given the 
central role that a coherent, comprehensible world view plays in successful 
coping (Antonovsky, 1987), these narratives may reflect parents' abilities to 
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construct a case that was strong enough to support them in their continuing 
caregiving roles. 
However, this model had a range of implications for parents and service 
providers. For instance, this perception reinforced a tragic view of the individual 
with autism. Indeed, seeing challenging behaviours as an inherent part of 
disability which are not under the voluntary control of their son or daughter may 
lead parents to believe that improvement is not possible and that interventions 
are therefore not worthwhile (Burns, 2000; Elder, 1994). Instead, believing that 
the autism is irremediable placed an onus on the parent to regulate their own 
behaviour in a delicate balancing act in order to realise the true son or daughter 
with autism. Although blaming the autism may have functioned to absolve 
parents of guilt for their son's or daughter's symptoms, paradoxically, this 
conception laid blame squarely with parents if they did not manage to 
adequately control the environment in ways that kept their offspring happy and 
stable. 
Knowledge of older parents' perceptions of autism informs service 
provision. Indeed, professionals need to acknowledge and respect parents' 
views of their son or daughter with autism. Although professionals may not 
necessarily hold similar views of autism, parents' perceptions of autism should 
not be deemed as unrealistic but rather as an important factor which supports 
these parents in managing their delicate balancing acts. Change and 
intervention therefore need to be planned and structured carefully in close 
collaboration with parents so as to not destroy parents' safety net by 
undermining perceptions, which may include believing in the person under the 
autism, that enhance coping (Qureshi, 1993). At the same time, service 
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providers should not be surprised if the behaviour of an individual with autism 
does not seem to match the parents' descriptions. In order for intervention and 
support to be successful, time is needed to build up rapport and allow service 
providers to really get to know the family as a whole and tailor both practical 
and emotional support to match the family's needs. Indeed, the current practice 
of early intervention for children with autism, which many of the older parents in 
the current study missed out on, should provide professionals with the 
opportunity to develop such relationships with families. Such early intervention 
may facilitate the targeting of challenging behaviours before behaviours become 
established and require the development of beliefs to support cognitive coping 
(Qureshi, 1993). Further, the growing knowledge about parents' perceptions of 
autism might well enhance the ways in which professionals provide training for 
parents in management of challenging behaviours (Elder, 1994). 
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CHAPTERS 
SERVICE EXPERIENCES: HELP OR HINDRANCE? 
In Chapter 4, parents' experiences were compared to a balancing act, 
involving balancing the needs of the family member with autism with the needs 
of the wider family and the individual parent. By extending this metaphor further, 
the service system may be illustrated by a tightrope walker's balancing pole. A 
balancing pole is an instrument intended to help tightrope walkers maintain 
balance. However, if used incorrectly or if weighted more heavily at one end, 
this balancing pole can potentially become an unbalanced force in itself, pulling 
the acrobat off centre. Similarly, services aim to provide parents with the 
support they require to successfully navigate their course as caregivers. In their 
narratives, parents in this study defined services as consisting of all disability-
related agencies and organisations, such as autism-specific service 
organisations, accommodation services, and government disability 
departments. 
In their study of older parents' engagement with formal services, 
Llewellyn and colleagues (2004) suggested that parents derive a sense of 
status from the extent to which they are able to realise their beliefs, values, and 
goals for their son or daughter with a disability. They concluded that where 
parents are able to achieve their goals for their son or daughter, parents attain a 
high level of parental status and satisfaction in their role. However, parents who 
are unable to achieve their goals for their son or daughter, whether due to lack 
of resources or unsupportive relationships with service providers, are left 
frustrated with diminished parental status. 
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Thus, experiences and relationships with service providers are pivotal to 
understanding mechanisms by which older parents attain either satisfaction or 
strains from their role as carers (Cuskelly, 2006). Indeed, investigation of older 
parents' perceptions of services and their experiences with the service system 
may assist in understanding whether or not such services are successful in 
providing such support, or if they instead become an unevenly weighted 
balancing pole, creating additional burden for the parents they attempt to 
support. Within the present study, many parents discussed their experiences 
with services at great length and in great detail, sufficient to establish this theme 
as a chapter theme, and suggesting the present centrality of service 
experiences to parents' overall lived experiences. In this chapter, sub-headings 
reflect two common narratives of interactions with service providers, derived 
from close attention to the topics, themes, and meanings described by 
participant, mirroring the diversity of experience in parental caregiving. 
Results and Discussion 
Narratives identified within the interview transcripts of 16 older parents of 
adult sons and daughters with autism were analysed for insights into their 
experiences and perceptions of support services. Comparison of parents' 
narratives revealed two general perceptions of, and experiences with services. 
Most parents described frustrating experiences as they battled the service 
system. However, a minority of parents described narratives that portrayed 
more cooperative relationships with service providers. These two groups of 
parents roughly approximated two of the groups described in Llewellyn and 
colleagues' (2004) four-group typology, namely, reluctant user and tandem 
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partner parents, respectively. The narratives of both groups will be explored in 
depth below. 
Battling the System 
They Will Mow Us Down 
And I've said to a couple of other parents, because they feel the same. 
They said, "Oh, I've had enough of this. I don't think I can do it." I said, "Well we 
just have to hang in there. Let's see what we can do." Because if we just say to 
them, "Look, you go ahead and do whatever," that's not going to be any good. 
Because they will just roll over us. They will just mow us down. They're not 
going to be worried about Tom and the others. But you know, the parents feel 
the same. You know, we're all sick of doing it. And, you know, it just goes on 
and on and on. 
-Jean, mother of Tom 
Most parents related narratives that described interactions with the 
service system as battles in the belief that their sons' or daughters' safety or 
rights were under threat. As exemplified in Jean's narrative above, parents 
frequently used the language of fighting to describe their service experiences. 
For example, Jean above describes her belief that her son's service 
organisation could "roll over us" or 'mow us down". Similarly, when describing 
her interactions with her son's disability organisation, Elizabeth stated that she 
had "fought them tooth and nail". 
Many parents in this study did not portray interactions with the service 
system as effective collaborative partnerships. Rather, parents expressed the 
belief that they needed to fight for their sons and daughters to ensure they 
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received a "fair go" in accessing the most appropriate quality services available. 
Narrative analysis revealed that parents' believed that services could not be 
trusted to ensure an optimal outcome; thus parents felt they needed to be 
vigilant in ensuring the system worked for their son or daughter. Hence, 
interactions with the service system represented an extension of older parents' 
balancing acts as they protected their son's or daughter's wellbeing at all costs. 
Indeed, narrative analysis suggested that, for a majority of parents, poor 
relationships with service providers contributed to diminished parental status 
(Llewellyn et al., 2004) and eroded parents' perceptions of their own ability to 
make meaningful contributions to their son's or daughter's quality of life. 
A History of Battling 
In attempting to understand why older parents tended to engage in 
battles with service providers, it is important to consider the potential impact of 
parents' earliest interactions with service providers on their later experiences. 
As described in Chapter 5, many parents related detailed narratives that 
described the time their child was diagnosed with autism. These narratives 
frequently featured conflict with professionals, and parents' sensed the 
implication that the parents may have been to blame for their child's disability. 
Indeed, for parents, diagnosis experiences were essentially interpreted as 
questioning their own status or competence as parents. Yet, Todd and Jones 
(2002} argued that parents' narration of detailed stories of diagnosis suggests 
that the issues raised in such experiences have continuing relevance for 
parents. This indicates that the same issues of parental worth, status, and 
identity that were raised during parents' earliest interactions with service 
providers had yet to be resolved. Indeed, parents' narratives of later service 
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experiences in the current study implied that these interactions did little to 
support parents' development of positive self identities. 
Parents as Supervisors of Care 
Parents invested considerable personal resources into adopting roles as 
the supervisors of their son's or daughter's care. On a day-to-day level, this 
meant that parents felt they needed to be in constant contact with staff, for 
example, reminding staff of their son's or daughter's specific health care needs 
or of the need for medical checkups. Louise described it this way: 
Yes, and [we] like, remind them often about his inspection for his teeth, 
and that he's to have a blood count because his Dad has sugar and it is 
in his family. And how his teeth are to be cleaned and even though it's 
probably been written in the book for previous [staff members] new ones 
probably won't read the book or maybe not know about it, haven't been 
told. So you're sort of reminding people of what should be done. Make 
sure that in fact it is done. 
Later, Louise explained that a reason she felt it necessary to constantly 
supervise her son's care related to the use of agency staff in her son's group 
home. She described how this policy affected her son: 
Louise: One of the major ones at the moment is, someone being autistic, 
of course they like routine. And their staffing seems always to be in 
trouble from the point of view of having regular staff. They're frequently 
calling on agency staff who he may never have seen before. And that 
happens quite often. But he is now getting the same agency staff as a 
rule. 
Interviewer: Yeah, and so it's all changing. 
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Louise: And they of course are not familiar with his background history of 
what he likes and what he doesn't like or his programs and he's on a 
medication. And there's not always the follow through from one staff over 
to the other. 
Here, Louise revealed her expectation that services manage change in 
response to her son's symptoms of autism and preference for stable routines. 
Louise's understanding of autism influenced how she carried out her own 
balancing act, and she held similar expectations for services. When she 
perceived services employing strategies that were not consistent with her 
standard of care, such as the use of changing agency staff, she then felt 
compelled to take action as an extension of her balancing act. 
At times, this role as vigilant supervisors of their son's or daughter's care 
necessitated parents' concerted efforts to advocate directly for the safety and 
wellbeing of their son or daughter. For example, Gary described his frustrated 
attempts at protesting his son's placement in a group home that was situated on 
a major road. Fears for Max's safety, particularly due to his obsession for 
coffee, prompted Gary to say: 
Gary: Well see, there's another big fight we had. They wanted him to 
move to this house at {suburb] over the last year. And -- beautiful house -
- but a hundred metres away from [a major road]. And there's a shop on 
the other side that has coffee in it, and another shop down, which would 
have been all right if he got out because we know he's gonna get out 
anyway ... And I said well it's just not on, I can't have him go there. When 
he gets out he'll go across [the road]. She wouldn't have it. She said no, 
no, we'll keep him in. We're gonna build a fence, it won't happen. 
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Christine: He only has to get out once. 
Gary: I had to go over her head. I had to go to the regional director again, 
say look, you know. She was just adamant. I just couldn't get past the 
other manager. So I had to put pen to paper there, and all that sort of 
thing again and again. You've got to fight them all the way. Now, they 
said all right. And I had to get mediation in. I got these other people 
brought in because I wanted a third party there. See, when you go into a 
meeting with [the state disability department] hierarchy, you can't go in 
alone because even though you come out of it, the minutes of the 
meeting are always wrong ... So it's always better to have a third party 
who'll keep their own notes and they'll say no, I'll confirm, yeah. 
Thus, in his narrative of negotiating his son's residential placement, Gary 
portrayed an "us versus them" situation. Rather than having confidence in his 
partnership with the state government disability department, Gary stated the 
need for mediation as a simple truth; "You can't go in alone". Again, the 
language of battling in this narrative is prominent. Gary describes this encounter 
as "a big fight", emphasising the need to ''fight them all the way". Indeed, Gary 
presented himself within this narrative as of lower status and power as the 
"hierarchy". Instead, in this narrative, Gary figured as a disempowered 
individual. A sense of being forced to take extreme actions is strengthened by 
Gary's frequent use of the word "had': he "had to go over her head", he "had to 
put pen to paper", indeed, 'you've got to fight them all the way". Thus, Gary and 
Christine's interactions with service providers represented an extension of their 
balancing act. Gary and Christine interacted with service providers in ways that 
showed that they valued interventions from formal services that reflected an 
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expectation of possible crisis. Only by engaging in battles with services did Gary 
and Christine feel they could ensure that Max received services that were, in 
their opinion, consistent with his needs. 
Alternatively, Gary and Christine's battles could also be interpreted as an 
attempt to preserve parental status through ensuring their ongoing involvement 
in decisions regarding their son's service use. Indeed, Todd and Jones (2002) 
argued that narratives of the conflicts experienced by mothers of children with 
intellectual disabilities with service professionals represented mothers' 
perceptions that their identities and worth as parents were under scrutiny and 
threatened during interactions with professionals. Todd and Jones (2002) 
asserted that the narration of problematic dealings with service providers 
allowed these mothers an opportunity to position themselves as ordinary or 
"good mothers" (p. 231 ). Similarly, in their study of older parents' engagement 
with service providers, Llewellyn and colleagues (2004) described one group of 
older parents as "reluctant users" (p. 383) of services. In Llewellyn and 
colleagues' study, reluctant user parents attempted to maintain parental status 
through retaining some control over aspects of their offspring's lives, including 
the services they received. Thus, it appears that in the present study, the older 
parents who battled may have done so out of an attempt to maintain parenting 
roles that maximise the rewards they experience as caregivers. The frustration 
voiced by Gary and Christine appears to reflect their perception that they were 
unable to achieve their goals for their son to the degree they wanted to. 
Bronwyn similarly remarked on the need to ensure quality service 
provision through her questioning and challenging of the services her son 
received. She said: 
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Bronwyn: I also know some parents that are very happy to just let the 
services do all the work. But they don't really question, you know. They 
sort of think, "Oh, I'm really lucky. You know, I've got my son or daughter 
in something," and they don't question. 
Interviewer: Yeah. You haven't kind of been as wanting to go down that 
path so much yourself? 
Bronwyn: No, no. Never. No. 
Interviewer: Why would you say that? 
Bronwyn: Oh because I don't think people get the best out of services. I 
mean, there's always things that needs to be worked on and things that 
need to be done. And I could never just stand back and think oh well, 
evef}lthing's okay. Yeah, I don't think I could ever do that. 
Thus, although many parents no longer lived full time with their son or 
daughter, their narratives revealed that their perceived their parenting role as a 
continuing one. This extended caregiving role was demonstrated in the ways 
parents in effect supervised the services provided to their sons or daughters in 
order to ensure their offspring's wellbeing. 
Fighting for Individual Needs in Group-Based Services 
Indeed, there was the prevalent view that group-based services, such as 
residential accommodation services, experience intrinsic difficulties in looking 
out for, and responding sensitively to individual client needs. Beryl, for instance, 
took the drastic action of moving her son back home to live with her after he had 
lived in a group home for a number of years. In explaining her reasons for this, 
she stated: 
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Well, the reasons were it was a group home with five people with whom 
he had very little in common. He's quiet. His dietary needs were never 
met ... And it was a real struggle to do anything about it ... I tried to adjust 
what was happening. But there wasn't much they could do ... They had to 
consider four other people. And four other people with spasms of erratic 
behaviour needed more attention. 
Thus, Beryl expressed her belief that difficulties in catering for individual 
needs within group-based services are inevitable. She unsuccessfully 
attempted to improve the service's ability to cater for her son's individual needs 
but felt the only way to accomplish this goal was simply to take on primary care 
of her son herself. 
Similarly, Bronwyn attributed her need to keep in constant contact with 
her son's drop-in service to a perceived failure of the service to adequately 
respond to his specific needs. She said: 
They know what his needs are. They know he likes things to be 
regimented and he likes to know who's coming on a Wednesday. And he 
likes to know exactly what's happening. But they can't do it ... It's not 
about the person they're supporting. It's mainly about the staff and the 
staff's needs. Which is not what I'm thinking about at all. 
Thus, Bronwyn, like many other parents in this study, felt compelled to 
battle services in order to ensure her son received a ''fair go" from his service 
providers. For these parents, battling the system was the only way they felt they 
could ensure that their son or daughter received services of good quality and 
responsive to individual needs. Further, battles with service providers may have 
represented attempts to prove they were good parents. By demonstrating an 
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acute sense of their offspring's needs and advocating actively on behalf of their 
son or daughter, parents may have been motivated to reinforce a sense of their 
own identity that may have been undermined through interactions with service 
providers (Todd & Jones, 2002). 
Lack of Faith in Policies and Procedures 
Skepticism in service providers' abilities to meet individual needs 
essentially reflected an underlying lack of faith in the ability of agencies' policies 
and procedures to ensure high standards in were maintained in practice, not 
just mere rhetoric. Bronwyn, for instance, described how happy she was when 
her son, Ben, contacted his employment support caseworker following a dispute 
at his workplace. Bronwyn related: 
Then she went down and found out what had really happened. So she 
spoke to this guy and then he told her, you know, his problem for the 
day. And then she sort of said, well you know, it's just so bad to do that 
to someone like Ben. Go and yell somewhere else ... But they're the 
things that you think as a parent, that's not going to be there all the time. 
You know, like there isn't going to be someone as good as that for to 
reach ... So you're vel}' dependent on services, you really are. And you 
have to sort of see that they're doing their job. That's what it amounts to. 
And half the times they're not. [laugh] 
In this narrative, Bronwyn attributed the favourable outcome of this 
experience to the pure luck of having a good support worker rather than the 
result of specific policies and procedures that guided the worker's actions in that 
situation. In fact, other parents were outwardly critical of policies, procedures, 
and bureaucracy, which they saw as a direct threat to the delivery of flexible 
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services that were sensitive to the individual needs of their sons. For instance, 
Barry and Jane attributed the deterioration in their son's behaviour in recent 
years to the inhibitive and restrictive policies of state disability departments. 
Barry stated: 
But about three years ago they had a reorganisation in [the state 
government disability department]. And in spite of promises that this 
would be fancy, better, everything, in actual practice services went down 
dramatically. And even clients, if I can use that word, in stable houses 
with relatively stable staff, the compassion and care and services in that 
house went down very badly. And as a result of that, Matthew's 
behaviour deteriorated greatly and to an extent that he had occasions of 
physical harm to himself, to staff and to other clients ... Once this 
reorganisation happened then, then basically care and compassion were 
outlawed. Now I know that sounds harsh but that's what it boiled down 
to. There's so many new rules, regulations and monetary constraints 
came in, meant that care and compassion were outlawed. From them on 
we've, well we had a running battle. 
Earlier, Barry cited one example of policies that he saw as needlessly 
restrictive and impacting directly on his son's quality of life. He said: 
He loves mowing lawns for example. They've brought in a rule over 
there, occ health and safety, he's not allowed to mow his own lawn. He's 
not allowed to do anything is what it boils down to. So, you know, he 
hasn't got a fife. 
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Similarly, Gary and Christine's narratives similarly highlighted their anger 
at the cost-cutting strategies employed by funding bodies, creating a distrust of 
government disability agencies. He said: 
The other worry is the [state disability department] cutting funding, 
reducing the staffing levels. And they'll do it if they can, like five people 
and one staff at night or for twenty-four hours one staff. Which means 
that if they haven't got two staff there's no individualism, so there's no 
programs, you know. At the moment they take him out swimming on 
Monday and a small program Wednesday and Fridays for an hour or so. 
But I mean if there's only one staff, if they've only got day placement, 
they're delivered home, get fed and go to bed. And you know, their 
quality of life, you can appreciate. So, that's a worry too, you've got to be 
continually on your toes and every time they try and knock off a couple of 
hours here and there we've got to put pen to paper and try and stop it or 
get it back ... That's why you've got to go over the top. You've got to 
make a huge song and dance over nothing so that you've got to be a 
problem to them. 
Here, Gary related a narrative to describe the dire consequences of what 
could happen if funding were cut. Although this narrative is constructed as a 
hypothetical narrative rather than relating actual past events, Gary underscored 
the certainty of his son's quality of life being threatened by future funding cuts 
through the linguistic devices he utilises. For instance, Gary used simple 
present tense in phrases such as "there's no individualism" and "they're 
delivered home, get fed and go to bed". His choice of verb tense in these 
phrases, as opposed to use of other modal verbs ''there might not be individual" 
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or "they could be delivered home, get fed and go to bed" precluded any sense 
that the outcome would be other than dire. In doing so, Gary attempted to 
persuade the audience of his point of view, justifying his actions in defending 
and fighting for his son by making ''a huge song and dance over nothing". Thus 
a sense of distrust of formal services was prevalent within the narratives of 
older parents who battled. Such perspectives appear to be shared by older 
parents of sons and daughters with other lifelong disabilities (Prosser, 1997). 
These distrustful relationships with service providers may further contribute to 
these parents' diminished sense of their own status (Llewellyn et al., 2004). 
Communication With Staff 
In parents' narratives of battles with service providers, ineffective 
communication was frequently identified as the root of frustrating interactions 
with service providers. Many parents cited difficulties in both receiving adequate 
information from service providers and providing information to services 
providers. 
For instance, Jean described the impact that poor lines of communication 
from her son Tom's group home had on her experiences. She said: 
I'd like a bit more communication from the house, because when Tom 
comes home we go through the calendar. And if he's doing something 
and I can't quite understand what he says sometimes, and you can see 
the level of frustration in him because I'm saying 'Tom, say that again." 
And I'm trying to think now, like they changed his days. He used to go 
bowling on Friday and he goes on a Wednesday. Then they changed his 
music thing. And I understand that. They have to work around the clients 
and other people have to go and do things so you have to have changes. 
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f. 
But sometimes Tom can't explain it exactly and then he says "Bowling on 
Wednesday." And I say "No, but you go Friday don't you?" He says "No." 
And I think if they would just, I don't want a minute by minute description 
of what they're doing. Don't expect that. But if they can just let me know 
the important things, about this has been changed, he's doing this. Or 
maybe he was a bit off and isn't quite well ... Because that can offset so 
many problems. 
Jean's narrative here underscores the importance of clear lines of 
communication between accommodation staff and older parents. Without such 
information transfer, parents are potentially left without the information they 
require in order to avoid misunderstandings at home and thus potentially upset 
the finely tuned balance that parents work towards. 
Similarly, Gary described the difficulties he experienced in making 
complaints to a state government disability department about certain policies, 
highlighting the underlying issue of communication: 
Write letters saying "Can you explain, please explain ... Why is this so?" 
Won't answer you. You ring them up, "Oh, that's the way it is. Not my 
fault. It comes from up top. You know, Treasury decide what happens 
with [the state disability department]. We don't decide. We just get a 
certain amount of money and do the best we can with it. You've got to 
cut things out. What can you do? Go write to your local member." ... 
What they do, when you're dealing with somebody, they continually shift 
around. Say your manager, like supported accommodation and respite, 
they continually move around. They're there for two, three years and if 
you're just getting into a subject, they don't answer you for six months. 
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By the time you demand an answer, get onto the Ombudsman, say, "Oh, 
these people won't talk to me," they're woo, gone, they're over the north 
side, somebody else's come in. You say, "Oh, I was just talking to such 
and such. I've just written these out." "Oh, I'm just here now," you know, 
and you start again. 
Of note within Gary's narrative here is the point that he perceived his 
interaction with the disability department as a personal relationship. To Gary, 
difficulties in communicating with key workers and receiving timely replies to his 
questions represented a personal slight. In fact, earlier in the interview when 
describing communication difficulties with workers in disability departments, 
Gary said, "They don't ring back, return a phone call, you know. They don't like 
me." 
Other older parents also saw service interactions as personal 
relationships. For instance, in evaluating past service experiences, Rose 
referred specifically to one individual worker who she believed made a 
difference to her experience as a mother. In describing this worker, Rose said, 
"He wasn't just doing his job. He was doing it with his heart."Yet, in Rose's 
narratives, this individual worker featured as an exceptional case, one that ran 
contrary to her usual experience of interacting with services. Taken collectively, 
it appears that older parents' evaluations of services inevitably reflected their 
perceptions of the quality of their relationship with staff, including perceived 
professional empathy. These older parents were engaged with services when 
they perceived personal relationships with workers were underscored by 
empathy and compassion; yet they withdrew or resorted to battling when they 
perceived a lack of such qualities. Indeed, existing literature frequently 
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highlights the fundamental role of supportive relationships between older 
parents and service providers in facilitating effective parental engagement with 
formal services (Bigby, 2004; Cuskelly, 2006; Grant & Ramcharan, 2001 ). 
These parents' stories highlight the importance of service providers developing 
professional empathy and seeing situations from the perspective of parents, 
providing emotional support even if the practical support parents' seek is 
unavailable. These narratives suggest that supportive relationships between 
parents and service providers may be achieved through attention to the lines of 
communication between parents and service providers, including active 
listening and respectful acknowledgement of parents' perspectives, past 
choices, and future concerns (Bigby, 2004; Grant & Ramcharan, 2001 ). 
Clearly, communication is very important in underpinning successful 
relationships between older parents and service staff. Without successful 
communication with service providers, it is unlikely that services provided will 
provide an accurate match with both client needs and family values. In turn, 
ineffective communication may compound these older parents' perceptions of 
their inability to provide making meaningful a positive influence in the lives of 
their sons and daughters, resulting in a diminished sense of status (Llewellyn et 
al., 2004). Older parents may also be left feeling responsible for keeping the 
lines of communication open at all costs. Gary, for instance, described his aim 
as 'Just keep improving the situation and hope for the best" through trying to 
"get to the staff." This aspect of their interactions with service providers may 
constitute a strain, particularly if parents see little outcome for their efforts. 
Long term involvement with older parents is thus critical in order to allow 
time to build up rapport and to allow service providers to really get to know the 
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family as a whole and tailor practical and emotional support to match the 
family's needs (Bigby, 2004; Todd & Jones, 2002). As Robinson (2006) put it, 
"good relationships take time" (p. 381). Yet, staff turnover may represent a 
challenging workforce issue in achieving this goal. Parents, including Gary, 
often perceived staff turnover as an obstacle to their realisation of clear 
communication lines and supportive relationships with staff. Service providers 
may thus need to create a sense of continuity for older parents in other ways so 
as to engage parents effectively. 
Push and Pull Factors in Battling 
These parents' resolve to battle the service system on behalf of their 
sons and daughters was influenced by a range of opposing factors that 
influenced how the battle was carried out. For instance, despite feeling that their 
sons and daughters deserved advocacy, parents at the same time were acutely 
aware of how dependent they were on these formal services. For instance, 
Barry was convinced that his marriage to Jane would not have survived had 
their son not had a residential placement. Other parents reported that they had 
been involved with the same service providers throughout the life of their son or 
daughter, with a minority even involved in the very establishment of the service 
organisations that they were now feeling increasing disenfranchised from, as 
has been noted by other authors (Bigby, 2004). As a result, older parents' 
personal histories in many ways were intertwined with the history and 
development of the service organisation with which they were associated. Bev, 
for instance, was torn in her feelings of frustration at her son's service provider. 
She said: 
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And without [the service provider], whatever problems we have with it 
now, and we do, on and off, there's no doubt about that, but we couldn't 
survive without them. I know I couldn't. I could not have stayed sane 
without [the service provider]. And I'm eternally grateful to them for that, 
you know. 
Often, these parents attempted to balance their complaints about 
services with acknowledgements of how lucky they were to have a residential 
service at all, despite the problems and frustrations they faced. Gary, for 
instance said: 
Well the things that concern me are absolutely insignificant compared to 
people who I think, other parents that you talk to ... The people who have 
their sons and daughters in their thirties, the same age as Max, at home, 
they've been at home for all these years, they can't get any respite care 
anymore. I don't know how they live. I don't know how they survive. I 
don't know what they do. 
As a result, some parents who battled were concerned about the 
consequences of "rocking the boat" with service providers. Audrey further 
highlighted another factor that influenced how she fought her battles with her 
son's service provider. She said, "Because I was afraid that if I bucked the 
system too much they'd turf him out. And what the hell would I do then?" 
Gary echoed similar thoughts to Audrey. After justifying his tendency to 
making "a huge song and dance over nothing", described earlier, he noted the 
need for discretion in how this was carried out. Gary continued, "But you've got 
to try and not be a problem to the staff who are actually dealing with him. 
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Because if they don't like you, you worf}' that they might flow through to your 
son." 
In this respect, older parents trod a fine line. Parents needed to balance 
their actions in the defence of their sons and daughters' rights with a concern 
that, in doing so, they may alienate the very services they depended on and 
thus potentially may create a worse situation for their son or daughter. These 
conflicting emotions, both for and against battling service providers, made some 
parents feel unsure as to whether or not they should be more forceful in 
defence of their son or daughter or whether they should err on the side of 
caution. For instance, when describing her attempts to secure appropriate 
employment for her son Paul, Bev said:/'m not the greatest person to push 
things like, you know. Like my daughter, about the job thing, "The trouble 
is that you don't push it hard enough, you don't keep nagging hard 
enough, you're not going to the right people and whatever. So I worf}' 
sometimes that I could do more in that direction and whatever. 
Thus for Bev, her perception of her battling role with services was a 
source of guilt. In her viewpoint, frustration and disappointment in the services 
her son currently received may have simply reflected her failure to adequately 
acquit her duties towards her son. For Bev, this role was perceived as an extra 
source of guilt. 
In addition, many parents were only too aware of the limited success that 
"nagging" service providers had in initiating meaningful difference in the their 
sons and daughters lives. Elizabeth, for instance, protested her son's service 
provider's policy of requiring her to lose hours from his day program each week 
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in order to bank these hours to access respite for an extended period over the 
weekend. She said: 
And so I said I can't keep losing hours. I need more hours if I am to keep 
him at home. But they're not going to come to the party. It's only when 
he's gotten sick now, and I wrote to the Premier, that they're all jumping 
out of their boxes. But they'll be back in their boxes. 
Later, Elizabeth continued, "See, I feel/ have to, well, set a bomb onto 
them and then they do something, and then it dies. "Thus, even though many 
parents believed in the need to battle the service system, it was recognised that 
in many cases, such actions only produced short-term benefits. Further, some 
parents felt that as they aged, their ability and motivation to keep up the fight 
waned. Jean, for example, when narrating her experiences in attempting to 
secure long-term accommodation for her son, described herself as "absolutely 
worn out". She explained: 
Oh, wouldn't I like to be young again and have all that energy and vitality 
and enthusiasm? [laugh] /'II be seventy next Thursday. And I find that I'm 
really feeling a bit stressed. Maybe it's a bad time because I've been in 
hospital and I'm not well and, and Tom's had all these problems and 
we've got [to find him accommodation]. I mean with all of those things, 
you know [laugh]. I think I might just jump over the gap. 
Interviewer: It would be an incredible stress. 
Well that's it. So, you know, it all adds up after a while. So in terms of as 
opposed to when you're younger, well we didn't have any of these 
problems when we were younger. And you know, you think you can go 
forever when you're young. I mean, you're a young person. You must 
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know that yourself. So it's just when you get older everything becomes 
harder. 
Thus, many parents in the current study invested considerable resources 
into fighting the service system. However, in doing so, these parents became 
worn out and perceived little return for their efforts. As a result, a sense of 
disempowerment within the narratives of service experiences by parents who 
battled was prominent. 
Disempowerment 
As a result of futile efforts to instigate meaningful improvements to their 
son's or daughter's situation, many parents who battled conveyed feelings of 
defeat in their narratives. Gary, for instance, likened his attempts at working 
with government disability agencies to "banging your head against a brick wall", 
adding that "after the end you just have to give it away". Similarly, Elizabeth 
described her disappointment in being unable to make a meaningful 
contribution to improving the disability service system, not just for her son Mark 
but for her twin grandchildren who also have autism. Elizabeth said: 
Elizabeth: Because /look at my grandchildren and I think I haven't even 
made a dent for youse. You know, even if I didn't make a change for 
Mark, if I could make a dent for them. But instead it has gotten worse ... 
Interviewer: It sounds like, from talking with you, that it's all been so 
much an uphill battle for you. 
Elizabeth: Well it has. Because when I thought I fought cancer and I 
thought well I've got to make a difference. And this is what I've come up 
with. You sometimes wonder whether the radical treatment that I took, 
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which was damn painful and sickening, whether it was worth it. Whether I 
could have just let myself go. And just been out of it. 
Thus, Elizabeth's sense of disempowerment and hopelessness is 
strengthened by her reflection that she has not been able to contribute in 
positive ways to the lives of individuals with autism, both her son and her 
grandchildren. As a result, she was unable to see things improving in the future; 
instead, the situation "has gotten worse". Elizabeth's narrative underscores the 
importance of providing parents an opportunity to make positive contributions to 
the lives of individuals with autism. Disempowering experiences with service 
providers may thus rob older parents of a potential source of gratification and 
reward in their lives as carers of individuals with autism. 
Thus, the majority of parents described interactions with service 
providers as battles as they attempted to defend their sons' or daughters' rights 
and protect them from a service system geared towards the benefit of the 
collective rather than individual needs. Rather than perceiving such interactions 
in a positive light, narratives of service experiences frequently positioned 
parents in the role of the defeated and a diminished sense of parental status 
(Llewellyn et al., 2004). Contrary to their purpose, rather than supporting these 
parents' abilities to perform their balancing act, support services appeared to 
constitute yet another force needing to be encountered and overcome by these 
older parents. The experiences and perceptions of these parents contrasted 
starkly with a minority of parents who described themselves as conquerors. 
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The Conquerors 
I'm a great believer in cooperation. I do not fight. I cooperate. The 
department appreciates that. They respect what I say. And I work with the 
department virtually all the time and I win because I do. 
-Ron, father of Victor 
A minority of parents described narratives that portrayed more 
cooperative relationships with service providers. These older parents positioned 
themselves as "conquerors" in their narratives, overcoming challenges and 
attaining an ideal situation, both for themselves and their son or daughter with 
autism. For example, after describing their role as one more like grandparents, 
John and Thelma described their contentment with their son's current situation. 
They said: 
Thelma: I mean, he's got his Thursday night bowling, and [laugh] 
something. They're all pretty organised. He has a much better social life 
than I've ever had. [laugh] 
John: He apparently goes to ten pin bowling once a week. 
Thelma: He loves that. 
John: And he's got four or five trophies. Just what he got them for I don't 
know. But they're sitting on his little chest of drawers there. So really, we 
don't have any real concerns these days. 
The narratives described by these parents demonstrated that, in contrast 
to parents who battled, they perceived services as supporting them in achieving 
their goals for their son or daughter, consistent with their own beliefs and 
values. For example, as discussed in Chapter 4, John and Thelma felt 
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supported by services in their plans to achieve a normative family lifestyle. John 
concluded, "We see him probably the same amount of time we see the other 
kids. Whereas he used to dominate our lives, he's just one of the six now." 
Similarly, many of Sylvia's narratives emphasised the value she placed 
on the positive relationships that she had formed as a result of her experiences 
as a mother and carer of three offspring with disabilities. The following narrative 
suggested Sylvia perceived that formal services supported the development of 
such relationships with others in the community, both for herself as well as her 
daughter Melanie. When asked why she felt that her daughter's situation was 
improving, Sylvia said: 
I think it's all the people that are working through [her day program] and 
all the work they've done. And 'cos through [the respite service manager] 
and the caring for Melanie, when /leave her with [her respite carers], she 
thinks it's like a little holiday. 
Previously, Sylvia provided much detail in describing what Melanie's 
respite service meant to her. In narrating her daughter's first experience in 
respite, Sylvia said: 
She took Melanie for the one night to see how Melanie would blend in. 
And she said she was like one of the family. And Melanie thought she 
was her nanna or something like this, you know. And so everywhere she 
went [[Melanie]] went and she followed her like she does me and 
checking on her to make sure she was still around, you know. And she 
makes Melanie so welcome. And since that stage, her and I have 
become good friends and I've met both her and her family and like, eve!}' 
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Thursday when I come in I go and visit her because she works at one of 
the bookshops in town, you know. 
She later added, "But as I told them, this lady is Melanie's carer that she 
likes. And I think she really loves them, you know."Thus, in Sylvia's eyes, 
formal services had worked to support the priorities she had as a mother. As a 
result of engaging in formal services, Sylvia was able to see her daughter 
participate increasingly in community life, form real relationships with others, 
and become part of a wider family unit. Thus, Sylvia was able to conclude that 
things were much easier for her now compared to when Melanie was a child. 
She stated, "But I think that's a lot easier because you've got a lot more 
services to help you. Which is good. You've got people you can count on." 
Thus, John, Thelma, and Sylvia's positive evaluations of services were 
related to their perceptions that formal services targeted the family's key goals 
for their son or daughter. Indeed, although both families held different priorities 
for themselves and their son or daughter with autism, a common feature of both 
narratives was congruence between family goals and interventions employed by 
services. This suggests that service providers need to have knowledge of 
families' perspectives and goals, not only for their offspring, but also for 
themselves and their wider family. Each family is different, holding a variety of 
values, attitudes to their own caring role and hopes for the future of their son or 
daughter. Thus, gaining a keen understanding of how individual families work is 
likely only achieved through long term involvement with older parents and their 
families. These narratives underscore the need for service providers to develop 
rapport over time, building relationships and developing a keen understanding 
of the coping strategies that families use. Such strategies may assist workers to 
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develop supports and services that provide a satisfactory match to individual 
needs (Bigby, 2004). These strategies may also alleviate older parents' 
perceptions that they need to fight and battle to get what they want from 
services. 
Trust in Services 
Another distinctive feature of the conquering parents' narratives was a 
sense of confidence and trust in service providers. Unlike the battlers, these 
parents did not feel they had to maintain vigilant watch over the services their 
son or daughter received in order to maintain quality. As Sylvia remarked 
above, service workers were "people you can count on." Similarly, John 
described handing his son's records over to staff at his group home. He said: 
I gave them all the records of his childhood really because they could, if 
they were interested, go through the books and just see what had 
happened. It was pointless keeping them here when he wasn't here. So 
they've got it. And I think that they've, or some of them, have read some 
of the stuff and they've acted on it. So it's been good. 
Handing over his son's records to group home staff reflected John and 
Thelma's trust that services would cater sensitively for their son's individual 
needs without requiring vigilant parental supervision of the service. Like the 
parents described by Llewellyn and colleagues as "tandem partner parents" 
(2004, p. 389), John and Thelma felt comfortable in encouraging their son's 
increased reliance on formal services rather than themselves as primary 
caregivers. 
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Reciprocal Relationships With Staff 
This sense of trust in services frequently reflected confident relationships 
with staff. Indeed, these parents' narratives described reciprocal relationships 
with staff that allowed parents to preserve their status as parents. For instance, 
Ron described his relationship with staff at his son's residential service as one 
of mutual benefit as a result of his role on advocacy groups. He said: 
I've vel}' good relationship with the staff. Well of course, the [residential 
centre], [[I've been]] so much involved with the reconstruction and that. I 
have a vel}' close tie with the chief there. And with the individual nursing 
unit managers as they used to be. I've been involved with them. 
Interviewing them, seeing them, talking to them. 'Cos I've assisted on 
interviews. And then the office staff. Like I say, I can ring the deputy 
director general ... No, my relationship with the staff was vel}' good. And 
then the staff also know that I'm campaigning for the centre, you know. 
You're working together. 
Unlike Gary in his narratives of service interactions, here Ron figures as 
an individual with power and control. He describes mutually beneficial 
relationships with service providers as a result of his involvement in advocacy 
groups and volunteer management committees where his experience as a 
parent was valued and acknowledged. As a result, Ron's status as a parent was 
upheld. Such relationships, however, appeared to do more than simply preserve 
these parents' status. Instead, the parents who described reciprocal 
relationships with services remarked that such relationships paid benefits for 
them as carers. John, for instance, believed that the nature of his relationship 
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with services helped him secure a group home placement for his son Darren. 
He said: 
John: I think it was mainly that I'd been working with the [service 
provider] for so long and had worked with the various departments or so 
long that he was known to the department. And they knew the 
circumstances of him being looked after mainly by my mother. And that 
she was getting older. And I think we had the inside running, if I could put 
it like that, from people we knew ... I've been into the department many 
times and seen the ministers. Been to Canberra several times to see 
ministers there. Talking about getting placements for many of the kids. 
And I think they just knew my name. 
Thelma: Here's that man again. [laugh] 
John: [laugh] They knew us. And that made us a little bit luckier than 
some. 
In this narrative, John suggested that he was known personally to a 
disability department as a result of his work as an advocate for disability 
services and the reciprocal relationship with staff that ensued. Thus, within this 
narrative, John positioned himself as the primary agent of change for his son. 
As a result of his work as an advocate, John was able to create a relationship 
with individuals in the disability department which, in turn, had a direct result in 
gaining an appropriate residential placement for Darren and the attainment of 
an ideal situation for his family. Unlike battling parents, John was able to 
contribute to positive change in his son's life. This fact may have thus reinforced 
his valued status as a parent, reflected in the tone of his narratives, his attitude 
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towards formal services and his assertion that he and his wife were "luckier than 
some". 
John's comments about being known by individuals within the disability 
department echoed Ron's sentiments in his earlier narrative about his good 
relationship with staff. Ron stated, "I can ring the deputy director general," a 
comment which suggests a personal relationship with decision makers within 
the disability department. Both fathers therefore expressed the belief that their 
status as parents was a valued one. Like John, Ron also figured as a father as 
the agent of change in securing an ideal situation for his son and himself. 
Indeed, in many of his narratives, Ron positioned himself as a problem solver, 
able to overcome any challenges that he faced. Ron, however, drew attention to 
more than a simple personal relationship with workers in disability departments 
in leading to this ideal situation. As stated at the outset of this section, Ron said, 
"I'm a great believer in cooperation. I do not fight. I cooperate. The department 
appreciates that. They respect what I say. And I work with the department 
virtually all the time and I win because I do." 
Ron here drew attention to his manner of interacting with service 
providers as a reason as to why he has been able to conquer all challenges and 
"win" in securing an ideal situation for his son Victor. Rather than battle with 
service providers, Ron stated his belief that cooperation and careful attention to 
the preservation of positive relationships with service providers resulted in his 
success in securing his son's future. Thus, Ron did not position himself as the 
passive recipient of services. Rather, he expertly and strategically manoeuvred 
his relationships with service providers to achieve his goals, as the following 
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narrative illustrates. I asked Ron if he felt content with his son's current situation 
and service provision. He answered: 
Ron: Yes. So long as things like a change of government don't upset the 
plans. A new government comes in and says, "No, we didn't make those 
promises." I've already had the candidate from the Liberal Party round 
here and had a talk with him to make sure I've got him on side. 
Interviewer: Keep him on side too, just in case. 
Ron: I had allies in the Liberal Party. They were the spokespeople on 
disability and neither of them has been endorsed for the next election. I'd 
already spoken to the opposition right at the very level that mattered and 
they've both not got re-endorsed. 
Interviewer: Yeah. That must keep you pretty busy I guess. That's your 
own way of anticipating change and trying to manage it. 
Ron: Oh, yes and no. Yes and no. When you put it all together like this it 
sounds like you're doing something everyday. No, it's not quite as bad as 
that. But you need to keep alert to your opportunities as they arise and 
be prepared to move when there is a chance. I'd be prepared to move. 
In this narrative, Ron positioned himself as a successful entrepreneur, 
keeping alert to opportunities as they arise. Like battler parents, Ron interpreted 
interactions within the disability service system as personal relationships. 
However, Ron did not feel compelled to engage in battles to achieve his aims. 
Instead, he preferred to work strategically, wheeling and dealing with those in 
positions of power in order to accomplish his goals. This attitude reflected his 
belief in the strength of the relationship he has with individuals in the service 
system. 
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Ron's comments also indicate that although he was satisfied with his 
interactions with services, he was acutely aware of the ever-changing funding 
environment. Ron's perception was that funding decisions for his son may be 
altered or reversed with a new government. However, as a conqueror, Ron 
remained confident in his own ability to overcome whatever challenges he 
faced. Ron maintained a belief in his ability to realise his goals for his son 
regardless of the political and funding environment. Thus, unlike battling 
parents, Ron's parental status was reinforced. 
The Influence of Personal Resources 
For Ron, John, and Thelma, the realisation of an ideal situation for their 
offspring in many ways reflected their respective access to important personal 
resources. For example, despite the fact that both fathers experienced marriage 
break up during their sons' childhoods and remained the primary carers of their 
sons with autism, both Ron and John managed to maintain employment in well 
paid, professional positions. Ron for instance stated, "But no, it didn't affect my 
career. I did better than I ever expected. So I don't think I could have hoped for 
more." 
John specifically emphasised his belief that his ability to successfully 
hold a position in paid employment reflected his access to other personal 
resources, namely, family support. Specifically, John's mother came to live with 
him and his children and effectively adopted the primary role of caring for 
Darren, John's son with autism. John related: 
John: And my mother lived with the family and was responsible really for 
raising Darren. And both of the kids [[Darren and his brother]]. So it was 
an unusual sort of situation. 
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Interviewer: So you would have had your hands full then I guess? 
John: Well, yeah. I just took off to work and forgot it. [laugh] 
Thus, John emphasised the role that employment played in helping him 
to cope with challenges, providing him a role separate from his domestic life 
and personal concerns about his son. Similar findings have been found for 
fathers of children with autism (Gray, 2003). Yet, his ability to access this 
source of support was inextricably linked to the unique family support he was 
able to access. Thelma for instance stated, "See, without John's mother you'd 
have been totally lost. You couldn't have done anything." 
As a result of family support that supported his subsequent employment, 
John described how he was free to become involved in other pursuits, including 
acting on volunteer management boards of service providers. As pointed out 
earlier, John believed that this unique role helped him develop connections 
within the disability service system and thus ultimately led to his son receiving 
an appropriate group home placement. However, acting on management 
boards for service providers also opened up opportunities for him and his wife 
Thelma to meet and socialise with other parents at social events organised by 
the service provider. John said: 
John: So, oh it's been an interesting life. From that point of view I mean it 
has been. Because all the other parents, you know, they'd struggle to 
probably get to a lot of these functions. But it was just one of those 
things. 
Interviewer: So was it just the family support that you had with your 
mother that kind of freed up? 
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John: Oh yes. That was the main thing that freed us up to do what we 
wanted. 
Thus, this unique role provided him and his wife the opportunity to meet 
other parents facing similar challenges through attendance at meetings and 
fund raising events. These occasions not only provided needed relief from the 
challenges of the day-to-day care of a son with autism, but John and Thelma 
also received social support through these relationships. John said: 
John: I suppose we had an outlet in these sorts of [events] that we went 
to with the [autism service provider]. 
Thelma: And also knowing other people, you know. Not that we became 
really, well/ don't know whether you did before, but none of the parents 
lived anywhere near where we lived. So we didn't sort of see them, apart 
from the [autism service provider] things. 
Thus, personal resources, in the form of unique family support, led to 
John's ability to maintain paid employment and act in positions such as 
volunteer management boards for service providers. This role, in turn, provided 
John with further personal resources, including social support and personal 
contacts required to make his son's specific needs known to decision makers 
within the disability service system. John's example highlights the degree to 
which personal resources may support parents' achievement of their personal 
goals for a son or daughter and the means by which certain parents are able to 
maintain a sense of parental status (Llewellyn et al., 2004). 
Indeed, Traustadottir (1991) found that mothers' experiences of caring 
were related to personal resources in terms of class, race, and education. In her 
study, mothers from more privileged backgrounds were more likely to perceive 
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their caregiving as an empowering experience, engaging in activities described 
by Traustadottir as "the extended caring role" (p. 217). This role included many 
of the activities described by John, such as advocating for the rights of people 
with disabilities through lobbying and meeting with government officials. 
Traustadottir noted that such activities, although demanding, provided these 
mothers with opportunities that resembled professional careers and provided an 
enhanced sense of empowerment. Like these mothers, John, as a father with 
access to important personal resources, gained the opportunity to have his 
expertise recognised formally by government bodies and disability 
organisations. These opportunities were generally missing from the narratives 
of parents who battled. 
Consider the narratives of Ron, another father who featured as a 
conqueror. Like John, Ron's employment may have enabled him to develop 
skills which would be of value within his roles as a member of management 
boards and advocacy groups. For instance, Ron argued that the business 
contacts of executive members of management committees are a valuable 
asset to the organisation. When explaining why in recent years he stepped 
down in his duties on management boards, he said: 
It's time to let some of the younger people take over. I do not want to be 
the president. Amongst other things because in retirement one doesn't 
have the same business contacts. The people who are presidents and 
vice presidents have got business contacts and that's where we get 
money. And they do the job well. 
However, although in retirement Ron no longer had the business 
contacts he previously had, his experience, both from his previous employment 
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and through his work for advocacy groups and management boards of service 
providers, continued to constitute an asset. Ron continued, "But I can help a lot 
with the knowledge and history and experience and quite often there'll be 
[service provider] issues that I can foresee that I get out of experience." 
Ron's narratives indicated that he drew much meaning from his roles on 
advocacy groups and management boards. Ron particularly highlighted the 
successes he enjoyed as a member of an advocacy group. Indeed, in 
recognition of his success and expertise as an advocate, other disability groups 
now sought to meet with him and gain his advice. Ron said, "And to some other 
disability groups, they see that as a bit of a lighthouse."Thus, Ron's parental 
status remained intact, largely as a result of the successes he enjoyed in both 
paid employment and volunteer work. These successes constituted a 
fundamental source of gratification for Ron in his role as an older father, 
successes which were not a predominant feature of the narratives of parents 
who battled. In turn, these successes reflected his individual access to power 
and resources not necessarily available to the battler parents. Thus, it appears 
that the wider social context of these two fathers supported their empowerment 
(Gray, 2003). In fact, John and Ron's involvement in activities that 
demonstrated their "extended caregiving role" (Traustadottir, 1991, p. 217) may 
mirror their status in terms of class, gender, and education. Indeed, the 
successes Ron experienced, both in paid employment as well as in his work as 
an advocate for his son and others with disabilities, may have further enhanced 
his valued status as a parent and his experience of success. 
Thus, the narratives of these two fathers suggest that positive service 
interactions with service providers may be related to individual personal 
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resources. Opportunities to develop and reinforce parents' own status and 
identity appear to be influenced by access to power and resources, such as 
education and class. These results suggest a role for governments in 
supporting the development of services and programs designed to address 
inequities in caregiving. However, the influence of power and resources on the 
experiences of older parents should not be overstated. The narratives of 
Sylvia's experiences with services will be considered to illustrate the fact that 
positive interactions with service providers were not the sole domain of the 
privileged. 
Counter-narrative: Sylvia- conquering against the odds. Sylvia was one 
of a minority of parents who expressed contentment with the current situation of 
her daughter, Melanie, and herself. Yet, on the surface, Sylvia appeared to 
have few of the protective factors described by John and Ron in their interviews. 
Sylvia, like John and Ron, had experienced divorce during the early part of her 
parenting career. However, unlike both fathers, Sylvia had a total of three 
children with a disability and continued to live with one daughter, Melanie, who 
has autism. Sylvia did not complete formal secondary education, and her 
caregiving responsibilities meant that she had never worked in paid 
employment, thus she relied on government pensions. Sylvia was a widow at 
the time of the interview, and described a lack of family support from her own 
mother or siblings during her earlier years as a mother. For most of her 
motherhood, Sylvia lived outside of major metropolitan areas, and at the time of 
the interview she lived in a small rural town and relied on community transport 
services to reach major rural centres. Further, Sylvia's offspring did not have a 
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long history of engagement with formal services. Indeed, Sylvia was first 
connected to formal services whilst nursing her dying husband. She narrated: 
And when my husband passed away, first my son stayed with me. And 
he took me shopping all the time. Because no one told me anything was 
going on around here until one day when his money was running out and 
he said he'd probably have to go and get a job. I said to him, "Oh well, 
you go and get a job and I'll contact social services and see if there's any 
services in this area that I can contact." Well they gave me the name of 
the council and they have this group going. Like the ones that do 
different things. And it all started with like [name of service manager] for 
the respite and all this sort of thing, you know. 
Yet, despite these adverse conditions, Sylvia felt optimistic about her 
daughter's current situation. Indeed, Sylvia narratives revealed that she saw 
caregiving as primarily her sole duty, invoking spiritual beliefs to underscore this 
obligation. Sylvia recalled: 
But she said to me one day, "I think God chose you Sylvia." She said, 
"You've had that many problems over the years," and she said, "God's 
chosen you. He had these three little kiddies that he needed somebody 
to look after. He's chose you and he's given them to you because you 
know, you'll do the best with them that you can until you can't do it 
anymore, you know." ... She said, ''And you'll know when you can't do 
anymore and you'll have to get help." 
Thus to Sylvia, services were only to be used as a last resort, only when 
she was no longer able to provide care. She did not appear to have the same 
expectations of services that other parents held, which may be explained by her 
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receiving few support services in the past (Hayden & Heller, 1997). Therefore, 
whatever services Sylvia and her daughter did receive were considered a 
bonus. As a result, Sylvia did not report feeling let down or disillusioned with 
services. Instead, she portrayed services in a much more positive light. After 
recounting her conversation with her aunt, Sylvia continued, "But see, we've got 
a bit of help now. We get more help than we did years ago. You know, things 
aren't as bad. See, things are better." 
Rather than relying primarily on formal services, Sylvia drew support 
from connections within her social networks. Indeed, a prominent hallmark of 
Sylvia's narratives included her frequent emphasised on the "good people" in 
her life. Emphasising the informal nature of her support system, Sylvia 
described her trips to town with her daughter Melanie: 
I've made lots of friends where I go to the town with Melanie. There's a 
cafe I go to and the people there are more like a family. And everybody 
knows everybody. And you know, somebody will say to you, "Oh, you got 
anybody with you?" And I'll say, "No." "Oh well, you mind if I sit with 
you?" And they'll go, "Sit with me." And sometimes we all sit at a big 
table together and we just know everybody just by their first names. We 
don't get unfriendly. Like, we have a bit of a conversation with each other 
so it helps me to get out and have a bit more conversation. 
Sylvia even interpreted her relationships with service providers more as 
informal relationships. For instance, she frequently referred to her relationship 
with the service manager who organised Melanie's respite services. After 
relating some of the incidents from her own troubled childhood, Sylvia 
continued: 
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I've got one counterpart who knows my story and that's [the respite 
coordinator]. And I've told her this story. Because we happened to talk 
about something one day and she mentioned it. And I got upset. She 
wanted to know why. And I said, "I can't." "Whatever you tell me," she 
said, "will be in confidence." And of course we've been friends for years. 
She's been to the Guardianship board with me a couple of times when I 
had problems with my daughter and things like that. And she's been my 
great friend, you know. And so I told her the story one day. And she said, 
"Well you should write a story." She said, "You should write a book." 
[laugh] 
In this narrative, there is little observable difference in power or status 
between Sylvia and the respite manager. Rather, Sylvia saw the manager in the 
role of a "friend" rather than an authority figure to battle against. Thus, by 
constructing her relationships with service providers within an informal 
framework, it seems that Sylvia preferred to draw on this type of support. 
Indeed, it has been suggested that interventions for older caregivers may be 
built around existing sources of informal support, such as religious groups 
(Hayden & Heller, 1997). Sylvia's narratives certainly add credence to this 
recommendation, suggesting that certain parents may be more readily engaged 
in such interventions presented in informal settings. 
It is also noteworthy that Sylvia remembered the respite manager's 
empathetic words, "You should write a book." Again, it appears that the 
relationship between Sylvia and the respite manager was strengthened by the 
manager's attention to use of professional empathy in ways that reinforced 
Sylvia's sense of status. As already highlighted, professional empathy is a 
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quality which appears to be central to facilitating positive interactions between 
parents and service providers (Bigby, 2004; Todd & Jones, 2002). This quality 
may further explain why Sylvia saw no need to engage in battles with services. 
Conclusion 
The narratives of older parents' interactions with formal services indicate 
that, for many parents, the experience has not been an empowering or 
collaborative one. Rather, these parents constructed narratives that depicted 
service interactions as battles. This viewpoint is not an uncommon one for the 
parents of both adults and children with lifelong disabilities (Todd & Jones, 
2002; Woodgate, Ateah, & Secco, 2008). 
These older parents' narratives suggested that for the majority of 
participants, support services did not effectively support them in their own 
balancing act but were actually another factor contributing to strain in their 
parenting role. Difficult relationships with service providers, often underscored 
by poor communication, appeared to contribute to diminished parental status 
and left parents feeling powerless to effect change, both for themselves and 
their son or daughter, as well as people with disabilities generally. 
However, the narratives from Sylvia, John, and Ron demonstrate that it is 
possible for service providers to engage in positive interactions with older 
parents. Of central importance appears to be strategies that reinforce parents' 
identities and sense of status. On one hand, parents' expertise and status may 
be facilitated simply by their own access to resources including employment, 
family support, and finances. Yet, Sylvia's stories suggest that, even without 
extensive personal resources, it is possible for parents to achieve positive 
service experiences through professionals' use of strategies that reinforce a 
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sense of control or status for parents. In particular, professional empathy and 
attention to the quality of communication appears to be a critical quality that 
supports parents' engagement with services. Such strategies may support 
professionals' ability to provide the best possible match of services and 
interventions to older parents' values, wishes, and perspectives on their role as 
caregiver. 
Finally, these older parents' narratives suggest the pivotal and enduring 
impact that experiences with formal services during the diagnosis of their son or 
daughter may play on parents' later engagement with and interaction with 
services. Negative experiences that leave parents feeling adversely judged or 
unheard may set service providers up for difficult relationships with parents long 
after diagnosis (Todd & Jones, 2002). This data underscores the importance of 
fostering positive interactions with parents during the diagnostic process, 
ensuring that parents sense sensitivity and empathy in their dealing with 
professionals at this time (Todd & Jones, 2002). Further, professionals working 
with older parents of adults with autism may need to seek to engage parents 
who appear to have experienced particularly negative initial interactions with 
service providers. Experiences of being blamed for their son's or daughter's 
disability or having their initial fears contradicted may explain why many older 
parents now resort to battling formal service providers. However, by directly 
soliciting parents' narratives and acknowledging parents' perspectives of their 
experiences, professionals may best be able to engage these parents in formal 
services (Llewellyn et al., 2004). Attention to personal narratives may provide 
the dialogue required to develop relationships with formal services that allow 
parents to feel heard, respected, and understood. Further, understanding the 
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individual histories of parents ensures that services provided complement family 
values and goals, recognising the heterogeneous nature of family experience in 
autism (Bigby, 2004; Jokinen, 2006; Llewellyn et al., 2004). 
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CHAPTER 7 
STORIES OF COMMUNICATION AND SPEECH PATHOLOGY 
Given the dearth of information regarding the nature of older parents' 
experiences of communication with their son or daughter with autism within the 
literature, coupled with my own professional interest in the field, communication 
experiences were specifically established as a focus for scrutiny in my analysis. 
This focus is also reflected in questions regarding speech pathology and 
communication which emerged from participant interviews. The older parents 
who participated in this study composed a variety of narratives about their 
experiences with services from the disability sector throughout their parenting 
careers. From these narratives, communication with their adult offspring with 
autism emerged as a critical factor that influenced the experiences of these 
older parents, which justified inclusion of the present chapter theme within this 
thesis. These narratives have implications not only for the older parents and 
their adult sons and daughters with autism, but for disability services. 
This chapter will commence with an overview of research in the field 
communication in autism and people who are ageing with a lifelong disability. 
The narratives of older parents' communication experiences with their sons and 
daughters with autism will then be explored. Particular attention will be paid to 
the mismatch between these older parents' communication experiences and 
their engagement with speech pathology services. Finally, consideration of the 
older parents' communication and speech pathology service experiences will 
lead to a discussion of the implications of this data for both the speech 
pathology profession and the provision of communication services to adults with 
autism within the disability service sector. 
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Communication Difficulties in Autism 
Difficulty with communication is one of the three core deficits that 
characterise autism spectrum disorders (American Psychiatric Association, 
2000). Yet, within the population of people with autism there is much 
heterogeneity in the nature of impairments in communication, which reflects the 
spectral nature of the disorder. As a result, much individual variation in 
communication is displayed between people with autism across a range of 
communicative domains. These include difficulties in language comprehension 
and the expressive use of language, use of stereotypical and repetitive 
language, difficulties in initiating and sustaining conversations with others, and 
atypical paralinguistic behaviours, such as inappropriate use of pitch, intonation 
and stress (American Psychiatric Association, 2000). 
Many people with autism display marked difficulties with the use of 
spoken language. In the most extreme cases, individuals with autism may be 
nonverbal communicators, with little or no functional speech. This group 
experiences complex communication needs (Balandin, 2002b). They are unable 
to use natural speech alone to meet their communication needs, consequently 
they must rely on augmentative and alternative communication (AAC) to 
support their communication (Light, Roberts, Dimarco, & Greiner, 1998). In 
particular, visual supports are often recommended for use with people with 
autism (Roberts, 2002). Visual supports include use of manual signing or aided 
communication techniques that utilise symbols such as photographs, line 
drawings, real objects, or words, with or without the use of speech-generating 
devices (Mirenda, 2003). Such supports are compatible with the visual learning 
strengths typically exhibited by people with autism (Quill, 1997). Thus, the 
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presence of communication difficulties in people with autism suggests a role for 
speech pathology services. 
Speech Pathology and Adults With Autism 
Although autism is a lifelong disability, to date most research into autism 
has focused on children with autism (Brereton & Tonge, 2002). This focus on 
early intervention is similarly reflected in an emphasis on the role of early 
intervention in clinical services, including speech pathology, for children with 
autism. Indeed, it has been assumed that therapies such as speech pathology 
have a primary role during early childhood for children with autism (Aman, 
2005). As a result of this assumption and the limited services available for 
adults, there has been minimal focus on the communication needs of adults 
with lifelong disabilities including autism (Balandin, 2002a). Consequently, 
adults with lifelong disabilities, including autism, may have difficulties accessing 
speech pathology services. Thus, neither the research nor the available 
services adequately reflect the crucial role of communication and 
communication support in the lives of adults with autism and their older parent 
carers. 
Indeed, the role of communication in adults with autism is worthy of 
deeper consideration within a research context on two counts. Firstly, those with 
lifelong disabilities are ageing along with the rest of the population in many 
Western countries, including Australia (Australian Institute of Health and 
Welfare, 2004). Further, individuals with autism, along with other older people, 
face changing needs throughout the life course (Aman, 2005). These include 
changing communication needs. Such changing needs must be recognised and 
managed through the appropriate provision of services targeted to meet those 
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needs. Indeed, the available evidence on the trajectory of development in adults 
with autism has been used to reinforce calls for the provision of interventions 
and services for people with autism across the life course (Shattuck et al., 
2007). As a result, demand for services for adults with autism is expected to 
increase in the future. 
Secondly, communication is inextricably linked to the promotion of 
successful ageing, not only for people with autism or with lifelong disabilities, 
but for all older people (Lubinski, 1997). Further, as discussed in Chapter 1, it is 
unknown how the communication deficits experienced by adults with autism 
impacts on their older parents' perceptions of reciprocation in their relationship 
with their offspring, an important source of gratification for other older parent 
caregivers. Thus, the pivotal role of communication in facilitating healthy ageing 
in adults with autism is likely to become increasingly relevant from a 
policymakers' perspective, and requires additional attention within a research 
context. 
Results and Discussion 
Narratives of Communication Experiences 
The narratives of the older parent participants in the present study 
frequently related stories about a lack of meaningful interaction with their son or 
daughter. For example, Thelma described her stepson's communication this 
way, ''And it's all very uninspiring speech, isn't it really? I mean, if we said, "How 
are you today, Darren?" or something, he really wouldn't know what to say, 
would he? He doesn't know what the abstracts are." 
Thelma's comments suggest that she was aware that Darren's 
communication was concrete in nature, and that he displayed difficulties with 
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discussing abstract concepts. Thus, Thelma concluded that Darren's 
communication difficulties precluded an ability to have a real conversation. 
Similarly, Bev remarked, "He's very repetitious. He can make his wants be 
known. But you don't really have a conversation with him as such." 
Bev's comment specifically highlighted the detrimental impact that 
repetitive speech had on communicative interactions. Indeed, when offspring 
used repetitive and stereotypical phrases, parents stated that they found 
communicating with their son or daughter an exhausting task. This common 
feature of language in autism was emotionally demanding for older parents, as 
they struggled to formulate strategies to deal effectively with it. Bev, whose son 
Paul lives in a group home but spends weekends at home with his parents, 
continued to describe her son's use of repetitive phrases thus, "You know, it 
goes on and on and on and you think it's like a tap dripping sometimes, before 
you go potty at the end of it, at the two days. And you know he can't help it." 
Similarly, Gary and Christine, whose son Max also uses repetitive 
speech at times, described his communication style as "too noisy" and "too 
demanding."Thus, descriptions of their communicative interactions with their 
son or daughter revealed that many older parents do not share meaningful 
communicative interactions with their offspring. Yet, not all parents spoke of 
their offspring's communication in such negative terms. 
Counter-Narrative: Audrey- 'We Can Talk About Anything" 
Such stories stood in stark contrast to the communication stories by the 
few parents whose adult sons and daughters had experienced marked 
improvements in communication skills since childhood. For Audrey, it appeared 
that her ability to have meaningful conversations with her son was a pivotal 
207 
factor that had a positive influence on her evaluation of her life as an older 
mother. For example, Audrey stated: 
And we have really good conversations. We can discuss anything. 
Theres nothing we can't discuss. And so, you know, he's vel}' good ... 
We can talk about anything. And he knows that and so if he's got 
anything that he wants to know or if he's concerned about, he just asks 
me. So you know, it's a lot easier that way. 
For instance, the ability to hold real conversations with her son allowed 
her to openly discuss future care plans with him. Audrey said, "But you know, 
Andrew talks about coming home to live, and that would be lovely, but I said it's 
not a possibility because what happens when I'm not here. You know, you can't 
live by yourself." 
Later, when describing her son's relationship with his two cousins, 
Audrey continued: 
They've sort of been like Andrew's sisters ... And naturally he says, "Well, 
I'd like them to be around when you're not." And I said, "Well, if it's not 
possible that the other one can move in," I said, "we do have the situation 
we could have a lead tenant." 
Thus, on the basis of her son's expressed preferences, Audrey made 
informed decisions on current and future care arrangements. Aside from 
allowing Audrey an opportunity to understand her son's opinions on important 
matters, communication between herself and her son also appeared to play an 
important role in Audrey's life in other ways. As a single mother with a limited 
social network and small family, communication with her son appeared to be a 
primary way that Audrey was able to make sense of her own experiences. For 
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example, after revealing that a psychologist had told her that she and her son 
were interdependent, a comment she had interpreted as a criticism, Audrey 
said: 
They think that I do too much for him perhaps. And oh look, the thing is 
that we were talking actually just the other night because they had a 
program on A Current Affair about people who smother their children. 
And I said, "Oh I don't know, sometimes maybe people think I smother 
you a bit." And he said, "Oh, I don't think so." He said, "You're pretty 
good now." Because it's dangerous jobs that he likes, the electricity. And 
he uses electric saws and all the tools about the place. And if I was 
wrapping him up in cotton wool/ wouldn't be letting him do any of that. 
Thus, Audrey and Andrew were able to discuss the nature of their 
relationship that had been called into question. Once she understood her son's 
opinion, Audrey was strengthened to challenge professional opinion and 
maintain her current mothering role. Clearly, communication had a major role in 
strengthening her bond with her son and heightened her perception of 
reciprocity in their relationship. These aspects of successful communication 
appeared to be lacking in the narratives of older parents whose sons' and 
daughters' communication skills were more severely affected. Narratives like 
Audrey's underscore the important role that communication and positive parent-
offspring interactions may play in older parents' experiences of caregiving and 
the quality of the relationships that develop between older parents and the adult 
sons or daughters they care for. These conclusions are not surprising, given the 
relationship between parenting stress and a child's ability to functionally 
communicate (Ella & Donovan, 2005). Indeed, perceptions of reciprocity within 
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parent-offspring relationships may translate into parents' perceptions of 
gratifications of caregiving and further assist parents in deriving meaningfulness 
from their role (Grant et al., 1998). 
In contrast, other parents whose offspring experience severe 
communication difficulties spoke of the burden of making important decisions 
for another person, and expressed the wish that they could ask for their son's or 
daughter's opinions. Bev, for instance, described her concern at making 
important decisions regarding diet and medication on behalf of her son Paul. 
She said: 
And I think as well, I can't ask him. Like for instance, with high 
cholesterol, which he's got ... Paul is on [medication]. Now, I'm a health 
nut but the more I've read up about [his medication] the more I've worried 
about Paul being on it. But as much as I make those decisions for 
myself, I won't take them, but I've made that decision for me, but I didn't 
like to make it for Paul ... And I read up about things, and I take them off 
the same time, would it be nice if I could say to him, "What are your 
feelings on this? Do you think you ought to be taking them or do you 
agree you think you shouldn't?" I can't. I have to take the decision. 
Thus, these results imply a potential role for speech pathology in 
supporting the communication skills of adults with autism and their interactions 
with their older parents as a means of supporting these parents in their roles as 
caregivers. Yet, few of the parents described narratives of positive 
communication interactions with their son or daughter. Similar patterns were 
seen when analysing narratives of communication interactions that involved 
others outside the family circle. 
210 
Communication in the Community 
Aside from narrating experiences of their own communication 
experiences with their son or daughter, older parents narrated experiences of 
witnessing communication breakdown when their son or daughter interacted 
with others in the community. According to these older parents, instances of 
communication breakdown occurred as a result of their son's or daughter's 
unusual communication style and lack of awareness of appropriate social 
behaviours. Although parents stated they had become increasingly inured to 
these awkward situations over the years, others described persistent feelings of 
embarrassment. Gary conceded, "And I can't get over that. And a lot of people 
say, 'Oh, you shouldn't have any hang-ups."' 
As discussed in Chapter 4, managing the symptoms of autism, including 
communication difficulties, constituted a major part of these parents' balancing 
acts. Thus, when communication breakdown happened in the community, some 
parents managed the symptoms of autism by mediating their son's or 
daughter's responses, explaining to them the intricacies of social behaviours. 
Bronwyn for instance, described her role in interpreting social situations for her 
son. She said: 
He used to find it so difficult in a queue at the supermarket. You know, 
when you're lined up and then there's a spare one and he thinks he's 
going into that one. And then the person goes, "Oh you know, mate, that 
one's free," and then he'd say, "But I'm going to this one." And then he'd 
ring me and say, "Why does that person, why can't I do this because 
that's the one I need to go to." So we had to reinforce "You say, 'Oh, I'm 
okay.' You know, you don't sort of say to the person, 'I'm waiting to go to 
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this and dah dah dah dah dah. "'{laugh] So he's learned to say, "I'm 
okay," now. 
At other times, parents anticipated such communication breakdowns and 
attempted to prevent them from occurring at all. These strategies appeared to 
be in keeping with the ways that many parents chose to avoid dealing with their 
son's or daughter's behaviours directly. Bronwyn, for example, described how 
she attempts to compensate for her son Ben's difficulties with understanding 
conversational pragmatics by taking an active role in terminating her son's 
conversations with others at social events. When describing an upcoming family 
event, she said: 
Like, we'll go to this wedding. Although a lot of people know him, you 
know, it will be hard for lots of people to deal with his conversation and 
deal with his behaviour I suppose, but just that he's different. And I kind 
of feel that's okay but you know, I just think they're wanting to move 
away sometimes ... I often say maybe we'll go and have a drink or maybe 
we'll sit outside for a while. Yeah, yeah, those sorts of things. 
Although Bronwyn accepted and was supportive of her son's difference 
as someone with an ASD, she was similarly mindful of others who may interact 
with him and their experiences or responses. Her sensitivity to these two 
different perspectives resulted in Bronwyn allowing her son to interact with 
others, but intervening when she determined that Ben may have overstepped 
conversational maxims. Of note is the fact that while Bronwyn described being 
attentive both to the social needs and preferences of her son and the people he 
interacts with, she did not refer to her own needs or preferences. Indeed, 
consistent with most parents' balancing acts, Bronwyn forfeited her own social 
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opportunities in order to support and control her son's social interactions. In this 
instance, by moving her son away from others, Bronwyn invoked her own 
isolation in social events, and possibly her son's isolation as well. Similarly, 
Gary noted, "And we do cheat. We try and steer him away from the community. 
I mean, it's embarrassing, you know, 'cos he has all this hand flapping and he 
shouts, noisy and stuff like that." 
Thus, in attempting to prevent communication breakdown, some parents 
adopted roles as gatekeepers of their sons' and daughters' communication 
interactions with others. In doing so, they appeared to resort to minimising 
contact of themselves and their son or daughter with others. Indeed, just as 
avoidance was a major tactic employed by parents in managing the wider 
symptoms of autism, avoidance also featured as a key strategy in dealing with 
their offspring's communication difficulties. In Chapter 4, use of avoidance was 
suggested not merely as a reflection of parents' unwillingness to work with their 
offspring's behaviours. Rather, avoidance may reflect parents' lack of 
knowledge of viable alternatives in dealing with their son's or daughter's 
behaviours, and may also be a sign of a lack of access to available services 
that promote such skills and knowledge. Similarly, older parents in this study 
may not have been aware of how to facilitate positive communicative 
interactions effectively with their son or daughter in a proactive manner. A lack 
of communication services actively supporting adults with autism and their 
families may further exacerbate the issue. 
Yet, just as disaster narratives appeared to motivate parents' use of 
avoidance strategies, as considered in Chapter 4, so too were disaster stories a 
feature of communication stories. Indeed, parents' perceptions of the extreme 
213 
consequences of communication breakdown may have encouraged their 
avoidance of communication interactions in the community. 
Disaster Stories and Communication 
Perhaps the most striking feature of communication in the narratives of 
older parents was the prominence of communication breakdown in many 
disaster narratives described by parents. Parents often stated that such 
disasters were precipitated by their son's or daughter's communication 
difficulties, leading to frustration, and subsequently, challenging behaviours. For 
example, Bronwyn described an altercation that occurred between her son and 
a train guard at the local train station. She said: 
I mean, he'd had a few times when he'd actually bashed someone but 
that was when he couldn't handle the situation ... But the first instance 
that I knew was the people at the railway station asked for his ticket and 
he couldn't find it. And they asked him could they look in his wallet, which 
he never liked anyone touching him really, you know, far less his wallet. 
And so the guy said you know, "Come here." And they got really vety 
nasty. And so he actually punched them. And then they ran across the 
highway after him. And it was just, it was a huge thing. And so, people 
said, "Oh you know, that's his schizophrenia and all this." Which, now 
when you look at it, and you know how people with Asperger's react, it 
was just him feeling really anxious and this was just something really he 
never encountered before. 
In this narrative, Ben's difficulties in negotiating his way out of a 
challenging situation was, in part, responsible for the dramatic escalation of the 
situation into one that could have had disastrous results. Similarly, Ron's 
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narrative of a violent disagreement that broke out between Victor, his son who 
has autism, and Victor's step-brother described in Chapter 5 featured 
communication as an underlying cause. In that narrative, Ron repeatedly 
attributed this behaviour to his son's communication difficulties, specifically, a 
mismatch between his language comprehension and expression. Indeed, in a 
follow-up interview, Ron stated, 'To my knowledge evety occasion of violence 
to my mind can be associated with a need to get a message that things aren't 
right." 
Such experiences of communication breakdown had serious 
consequences for the older parents. In some instances, communication 
difficulties and resulting challenging behaviours necessitated removal of the son 
with autism from a group home. In Ron's case, he and his wife experienced a 
lack of confidence when Victor came home from his group home on weekends 
following the traumatic episode and required support from services to re-
establish their confidence with caring for Victor. Ron described his appreciation 
for the staff who supported his family: 
But she was vety, vety good in working with us about the time we had 
the blow up at home, in helping re-establish Victor ... She even came 
here with Victor. And word was if we had a problem I'd bring him back. 
There was no problem. It was really a re-establishment of confidence. 
Yet, despite the fact that Ron attributed this disaster narrative to a 
communication breakdown, he, like other parents, remained skeptical of the 
potential value of speech pathology. Indeed, Ron did not express the need to 
work proactively in avoiding future communication breakdown and similar crisis 
management of disasters. It is possible that Ron's reticence for speech 
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pathology lay in a preference for avoidance strategies when dealing with 
managing symptoms of autism. Yet, in his case, Ron portrayed himself as an 
expert teacher of his son in other narratives. Indeed, Ron claimed, "I did 
discover how to teach him things. I've discovered lots of things over the years." 
Ron for instance, described his contribution to supporting his son's 
communication development during childhood without the assistance of a 
speech pathologist. After describing how he used familiar, short phrases 
repeatedly during daily routines, Ron said: 
I noticed him starting to make noises in the same rhythm, dadadada, 
dadadada. You're a speech therapist. You'll recognise this. It is the 
process of learning language, sort of extended in time [laugh], over an 
enormous time ... Little by little those noises turned into words. And over 
quite a long period of time the words themselves became identified with 
the objects. It was the beginning of language. And even though it hasn't 
developed, that was the start of him coming to know, in due course you 
know. Well, these days you can say lots of things to him, you know, and 
he goes and does them. But that was sort of, accidental thing. 
Thus, it seems that in Ron's case, preference for avoidance is unlikely to 
account for his reluctance to engage in speech pathology. A better account for 
Ron's skepticism of the value of speech pathology may be provided by a 
consideration of the narratives of older parents' experiences with speech 
pathology. 
Narratives of Experiences With Speech Pathology 
Although the older parents' narratives indicated that they regularly 
experienced communication breakdown with their adult offspring, most parents 
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did not discuss speech pathology as something that could be of personal value 
to them. Indeed, the older parents generated stories of communication 
breakdown spontaneously with no prompting from me, a speech pathologist 
myself. This was not the case for stories about experiences with speech 
pathology services. Instead, in the majority of cases, these stories were only 
generated when older parents were asked directly to discuss their son's or 
daughter's access to and experiences of speech pathology services. When 
prompted, most parents expressed the belief that their son or daughter did not 
require speech pathology services, citing a range of reasons which reflected a 
faulty understanding of both communication in autism and speech pathology. 
Faulty Understanding of Communication in Autism and Speech Pathology 
Status of communication skills. One prominent reason given by parents 
for not pursuing speech pathology was that they believed that their son's or 
daughter's comprehension and speech skills were satisfactory. Specifically, 
some parents stated that their son or daughter was able to make their needs 
known and therefore therapy was not warranted, while others said that their 
offspring could understand everything that was said to them. Such statements 
were clearly at odds with their other stories of communication with their son or 
daughter. As a speech pathologist, I was readily able to identify a number of 
inconsistencies between parents' claims of the adequacy of their son's or 
daughter's communication skills and the narratives they told. Indeed, as has 
already been outlined, many parents related disaster narratives of 
communication breakdown. Other parents' narratives frequently contained 
contradictions, revealing a faulty understanding of their son's or daughter's 
communication abilities. John, for example, stated his conviction that his son 
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Darren could understand his speech. Yet, when presenting a hypothetical 
narrative of communicating with his son, a clear contradiction became apparent. 
He said, "If you say to him did you go on the train last week, he might nod. But 
whether he knows if it's last week or last year I don't know." 
Similarly, Bev described her son Paul's communication skills. She said, 
"He's able to make his wants known and things like that. And to ask limited 
questions or whatever. His comprehension is vel}' much more than what his 
speech is." 
Yet, Bev's later narrative of her son's communication skills appeared to 
throw doubt on his comprehension skills and ability to communicate his needs, 
particularly when it came to health needs. She stated: 
I remember when he was out in the bush he got covered in tick bites, you 
know, the bush tick bites. They were all over him. They didn't really 
know. Like he apparently was in an enormous amount of discomfort, and 
he pulls his shirt off, and then they saw what was wrong. And he had to 
go to a doctor and he had to get injections and all the rest of it. And a lot 
of them had to be pulled out. Even when he came here about ten days 
later he was still a mess and still had to put stuff all over him. But he 
didn't talk about it, didn't tell me how he'd got them, didn't explain how 
bad it was at this time. Just accepted that I had to rub this stuff on him 
and give him this tablet and that was all. I think that's the biggest worl}' is 
that his communication's pretty limited but his understanding's a lot 
better, I'm sure of it. 
Thus, many parents' narratives reflect a faulty understanding of status of 
their son's or daughter's communication skills. Beliefs that their son or daughter 
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had adequate communication skills may thus have influenced these parents' 
decisions not to seek speech pathology support for their offspring and not to 
see the value in supporting communication as a means of promoting quality of 
life, not only for their son or daughter but for themselves as parents. 
Perceptions of the nature of autism. Older parents' beliefs about the 
potential for speech pathology to facilitate their son's or daughter's 
communication development also appeared to be related to their perception of 
the nature and cause of their son's or daughter's disability. Some parents 
expressed the belief that their son or daughter was simply unable to 
communicate more effectively as a result of their disability, seeing 
communication as an inevitable part of their offspring's autism. Others stated 
that their son or daughter did not want to communicate with others. Jean, for 
instance, expressed it this way, "But Tom doesn't talk a lot. And I don't think he 
wants to. He likes to be alone. And this is part of the autism. He really you 
know, just doesn't like people and doesn't like noise." 
Thus, parents cited autism specifically to explain why they had not 
sought speech pathology intervention. The belief that communication difficulties 
could not be helped and were unavoidable may thus have affected parents' 
perceptions of the likely benefit of speech pathology. Indeed, as suggested in 
Chapter 5, seeing symptoms such as challenging behaviours or communication 
as an inherent part of disability may lead parents to believe that improvement is 
not possible and that interventions are therefore not worthwhile (Burns, 2000; 
Elder, 1994). Instead, believing that the autism is irremediable placed an onus 
on the parent to regulate their own behaviour and promote avoidance of 
behaviours as the only viable option for managing symptoms of autism. Thus, 
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such perceptions may have affected their beliefs of the potential use of speech 
pathology intervention. 
Further, some parents' beliefs about the origin of their offspring's 
disability also appeared to have a bearing on their perceptions of the potential 
value of speech pathology. Sylvia, for example, was convinced that her 
daughter's disability was as a result of shock following the sudden death of her 
sibling in her early childhood. Sylvia's narratives thus illustrated her belief that 
any potential "cure" for her daughter's communication disability needed to be in 
line with her construction of the cause of the disability. Sylvia thus explained: 
And when she went to a special school she used to follow all these little 
boys around about the age of her brother. She'd follow them all and they 
didn't realise why. I said I think it's because they remind her of her 
brother. And she follows them. And I said if she could make a contact 
with one of those boys maybe she'd speak. But she never did. 
Indeed, a minority of parents, including Sylvia, did not subscribe to the 
accepted medical descriptions of the cause or nature of autism (Steyaert & De 
La Marche, 2008), or of communication impairment in autism. Even though 
these parents may have utilised diagnostic terms such as echolalia in their 
communication narratives, their narratives reflected a perception of the mystical, 
inexplicable nature of communication in autism. Sylvia, for instance, narrated 
her experience of hearing Melanie, who was usually nonverbal, talk in her 
sleep. She said: 
It was Melanie. She was speaking in her sleep. And she was talking and 
she was in and out of this dream. And it was a dream about this girl and 
she was walking along a street. And she met this man. And when she 
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met this man, she talked to this man. Now, when Melanie was talking to 
the man as the girl, she had a really high pitched voice. And when she 
talked as the man, it was deep. I stood there and honestly listened to her 
for about twenty minutes. So I thought I'll run up and get [my daughter] 
Margot and bring her down. And she stood there with me for about 
another twenty minutes and we listened and we listened. And we sort of 
hugged each other and thought Melanie's cured. She's going to be all 
right in the morning. But she was just back to her normal self ... And 
when I told the doctor he said it was her subconscious talking. The voice 
is there, but to get it out. 
Sylvia thus conceptualised autism as something that is unknowable, and 
unable to be tapped into. Sylvia did not understand why her daughter did not 
talk, hence it was a mystery. Indeed, her daughter's acquisition of spoken 
communication skills is presented as an unrealised dream, a longed for but 
unrealistic wish. Sylvia believed that Melanie was not able to tap into language 
abilities that were buried deep inside of her. Such perspectives served to 
reinforce her belief that communication in autism is irremediable. 
Thus, parents' perceptions of the cause and nature of their son's or 
daughter's disability appear to influence whether or not they saw their 
communication disorder as remediable. Whether or not parents' ascribed to 
conventional medical descriptions of autism, beliefs that communication 
difficulties were unavoidable and fixed appeared to lead to parents' acceptance 
of communication breakdown in their everyday experiences. As a result, 
parents' abilities to identify instances of communication breakdown did not 
automatically result in a perception of the potential value of speech pathology. 
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Domain of speech pathology. This hesitancy to explore speech pathology 
as a service option was compounded by parents' erroneous beliefs about the 
domain of speech pathology. For instance, many parents mistakenly believed 
that speech pathologists worked simply with articulation rather than 
communication in a broader sense. Thus, when asked if her daughter, who was 
nonverbal, had ever seen a speech pathologist, Sylvia immediately replied, "No, 
because you know, she won't speak." 
Even when older parents were able to articulate the nature of their son's 
or daughter's communication disability, narratives were not evaluated in terms 
of the potential benefit of speech pathology. Bev's narrative of an early 
experience with speech pathology revealed this common misunderstanding: 
People understand perfectly what he's saying. He's had speech therapy 
and all that as he came up through the school and whatever like that. As 
a child, he did have speech therapy, there's no doubt about it. But I think 
for the first four years or so it was one-on-one, or it used to be, and then 
in a small group. And as I said, his comprehension's all right. He's able to 
speak. Somewhere between his brain and his ability to form words he 
just doesn't communicate. And I think most of that is because somehow 
or other he's unable to. 
Bev attributed her son Paul's acquisition of good articulation skills to 
speech therapy accessed when her son was a child. She acknowledged his 
current difficulties with processing spoken language, "somewhere between his 
brain and his ability to form words", yet her evaluation of this story is that 
speech pathology no longer holds promise of further supporting his 
communication skills. Thus, misconceptions about the current domains of 
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speech pathology practice appeared to weaken these parents' interest in 
seeking such services now. Indeed, although communication has many facets 
and occurs in a variety of contexts and with different partners, parents held 
narrow views about the domains of communication that speech pathologists are 
able to work within. Such erroneous beliefs may have also led the majority of 
parents to rule out the potential value of speech pathology. 
Historical Narratives of Speech Pathology 
Of the 13 participant families in this study, only 2 were currently 
accessing speech pathology services for their adult son or daughter, and 
another was implementing visual supports with their son without guidance from 
a speech pathologist. Yet, nearly all had accessed some type of speech 
pathology or communication intervention in the past when their son or daughter 
was a child. Indeed, the prevalent view was that speech pathology was a 
service that had featured in their son's or daughter's past but was not required 
for their present, or indeed their future. Such evaluations appeared to be at 
least partially related to their earlier experiences of speech pathology. John, for 
example, stated: 
They've all tried to do things with him but never had any success. The 
only thing, or the two things really, he likes his sign language. He still can 
use it and if you make him use it he can use it well. And the other thing is 
he writes things down. And he writes, he's got a good vocabulary and his 
ability to form a sentence is pretty good. Like you ask him what to do. 
And sometimes he's very lazy. But he writes it. And that's 
communication. 
223 
When I attempted to clarify when this narrative was set in time, John 
replied: 
John: No, that was back in the very early years. 
Interviewer: So no time since he's been a teenager at all? 
John: No, no. No we took him to several specialists and they all said, 
"Look, he's not going to talk. So let him do the things that he can do, like 
sign language and write. " 
Thus, John's evaluation was that since speech pathology was not 
beneficial in the past, it would not be beneficial in the present. Other parents 
had experienced difficulties in accessing speech pathology services when their 
son or daughter was young. In many cases, these parents told narratives of 
actively researching and implementing what they believed were the current 
methods of the time to stimulate their son's or daughter's communication 
development themselves. This is aptly reflected in Louise's story about teaching 
her son to talk: 
Louise: And then we put chewing gum on the roof of his mouth to give to 
exercise the tongue for helping with speech. Also blowing a feather along 
the water in the bath was another method. 
Interviewer: Did you get support for these sorts of things, for these 
ideas? 
Louise: No, they're just what /learned from the various, books on autism 
and how they were trained in America and other places ... 
Interviewer: Did you find that helped at all? 
Louise: Yes, it was responsible for his speech. 
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Thus, Louise's narrative shows that she felt confident in her ability to 
implement various strategies to support the development of her son's 
communication without the support of a speech pathologist. She firmly asserted 
her belief that oral motor exercises were responsible for her son's development 
of speech. However, current evidence suggests that this is unlikely (Bowen, 
2005). Indeed, many parents' narratives reflected the belief that they had been 
the primary and most effective teachers of their child with autism. However, 
while some parents described using techniques that are still considered 
effective, such as simple language stimulation techniques which were described 
by Ron in his narratives of using short phrases during everyday routines with his 
son, other parents like Louise, used methods such as oral motor strategies, 
which are now widely criticised as being of little value (Bowen, 2005). 
In evaluating the potential impact of these experiences on current 
perceptions of speech pathology, it is important to note that narratives such as 
John's and Louise's are based on events that occurred during the 1960s and 
1970s. At this time, little was understood about autism or about effective 
communication support in autism. Indeed, augmentative and alternative 
communication, an evidence-based intervention in the field of autism (Mirenda, 
2003; Schlosser & Wendt, 2008), only developed as a field in the mid 1980s. 
Thus, these sons and daughters with autism received speech pathology 
intervention, either from professionals or from their own parents, at a time when 
knowledge about autism and its effective remediation was scarce or inaccurate. 
Consequently, it is likely that some parents negatively evaluated speech 
pathology on the basis of ineffectual therapy approaches such as oral motor 
therapy that have since been updated or discredited altogether (Bowen, 2005). 
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Thus, a stark contrast arises between the early practice of speech pathologists 
and those of the parents who were unable to access such services. Whilst 
professionals in the field have since updated their understanding of 
communication in autism, these older parents' narratives do not reveal the 
same shift in understanding. Further, older parents such as John may have 
received discouraging statements of prognosis regarding their son's or 
daughter's likely development of communication. Although these statements 
may have been made at a time when professionals did not necessarily have a 
firm understanding of the life course and prognosis in autism, these statements 
appear to have stuck with parents. Consequently, older parents have failed to 
engage with speech pathology, even in later years and in the face of changing 
communication needs for their son or daughter with autism. 
In contrast, parents who at the time of interview were accessing or 
wanting to access speech pathology services tended to relate narratives of 
more positive early experiences with speech pathology. Many of these 
attributed their son's or daughter's attainment of spoken language to early 
intervention. For example, Gary and Christine described the role of speech 
pathology intervention in supporting his son's development of verbal 
communication: 
Gary: They managed to, managed to get him to talk by using --
Christine: He used to have a thing about doors and they couldn't open 
until he said open. 
Gary: They used his rituals to get him to say something. They wouldn't 
let him open a door until he went, "Oh." Said that, "Open." "O-pen." 
Christine: He was probably about eight, yeah. 
226 
Gary: And one girl actually had a breakthrough. We'd have him say open 
and shut by making a noise and allowing him to open it only if he said 
that. So he'd go "O-pen," you know. So they started him talking there. 
It is worth noting that, at the time of the interview, Gary and Christine 
were actively using visual supports with their son, perhaps suggesting their 
belief that their son's communication skills were not fixed but may have had the 
potential for improvement with support. Further, Gary and Christine were the 
youngest parents in the current study, aged 60 and 58 respectively. As a result, 
their son may have received interventions more in keeping with current practice 
and possibly with a more sound evidence base. Thus, for parents who 
accessed speech pathology when their son or daughter was a child, their 
current evaluations of speech pathology appear to be influenced by their 
perceptions of the success of their earlier experiences with speech pathology 
and communication intervention. 
Similarly, Jane, who was a parent from one of only two families actively 
receiving speech pathology intervention for their son, compared her 
experiences of intervention now to those of the past. She said: 
So there seems to be a lot of emphasis now on training parents of newly 
diagnosed children. And a lot of this information just was never available 
to us. We just didn't have this information that's now available to parents 
with young children with autism. .. I mean, the whole approach is more 
directed nowadays to assisting with communication and sensory 
problems. Whereas when Matthew was small, the emphasis was on take 
him away from the family and have other people care. And don't do 
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anything about assisting, just look after, you know. It was a totally 
different attitude. 
Jane's comments suggest that older parents may not see the value in 
speech pathology intervention because current approaches to intervention were 
not being utilised when their children were first diagnosed. It appears that over 
the years, older parents may have missed out on finding out about more recent 
developments in our understanding of communication in autism and thus may 
not had an opportunity to revise negative opinions of the value of speech 
pathology for their individual son or daughter. 
Thus, many parents who worked with their child to develop their 
communication skills, like their counterparts who accessed speech pathology, 
hold outdated viewpoints on communication and speech pathology. Older 
parents as a whole do not appear to have been informed of developments in 
speech pathology and child development, particularly as regards autism. 
Indeed, this point is further borne out in the counter-narratives presented by 
families who currently access speech pathology services. 
Counter-Narratives: Barry and Jane 
Consideration of the counter-narratives of speech pathology experiences 
further illuminates this issue. Specifically, Barry and Jane reported actively 
using Picture Exchange Communication System (PEGS) (Bondy & Frost, 2001) 
with their son, Matthew. Their narratives highlight factors that may be crucial in 
determining whether or not a family seeks to engage in speech pathology 
services. 
The role of crisis. Many of Barry and Jane's narratives revolved around a 
crisis situation that developed when their son's behaviour deteriorated radically. 
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Matthew began to self-harm and display aggression to others in the group 
home. This development had a massive effect on Barry and Jane. Jane 
described herself as becoming "very very distressed" and "frantic" as a result. 
As described in Chapter 4, failure to find any workable solution to the problem 
of Matthew's challenging behaviours led to their decision that their son would 
live six weeks in his group home, followed by six weeks living with his parents in 
the family home. This crisis situation also prompted Barry and Jane to search 
for behaviour management strategies, which eventually led to their decision to 
seek speech pathology support. When it was pointed out to them that most 
older parents who had been interviewed did not appear to want speech 
pathology, they replied: 
Barry: Please note if it hadn't have been for that re-organisation in the 
department which changed it from what I call a caring, compassionate 
group to a money hungering place where compassion was outlawed, we 
may have been one of those couples. Who just let things roll along. 
Interviewer: But necessity kind of pushed you there I guess. 
Barry: Oh it did. No doubt about it. That started the whole crisis over the 
past four years. 
Jane: Yeah, well the fact that Matthew's behaviour just plummeted within 
a couple of months. And we were getting reports of him hitting and 
hurting people and damaging furniture and stuff. Many different incidents 
just in a period of two or three months. And we knew that something 
very, very bad had happened. Something very wrong had happened 
because he's never done that before. And so just from those reports we 
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suddenly realised that something had to be done. We're gonna have to 
intervene. Yeah, so it was a kickstart for us. 
Thus, Barry and Jane's narrative pinpointed the turnaround in their son's 
behaviour as the catalyst that influenced their search for answers. Their 
concern for their son's well being, as well as the underlying dread of him 
possibly losing his group home placement, served as the impetus behind 
investigating behaviour management strategies. 
Indeed, this account suggests that parents are particularly motivated to 
engage new services such as speech pathology when a crisis situation 
develops. Parents' perception of a deterioration in the communication or 
behaviour skills of their son or daughter may constitute a crisis that provides the 
impetus to search for communication based supports. However, current 
evidence suggests that only a minority of adults with autism experience a 
decline in overall functioning (Seltzer et al., 2003; Seltzer et al., 2004; Shattuck 
et al., 2007). Indeed, parents whose son's or daughter's level of functioning has 
improved or plateaued since childhood may not experience the same drive to 
actively seek out services. Their acceptance of their son's or daughter's current 
level of functioning may not prompt them to investigate strategies that, although 
not evolving from a crisis situation, may nevertheless lead to real improvements 
in terms of quality of life. 
Parents as agents of change. Further, Barry and Jane's narrative 
situates older parents as the primary agents of change. Thus, Jane evaluated 
the crisis as a "kickstart for us", not a kickstart for staff at the group home or 
other professionals involved in Matthew's care. Barry and Jane interpreted the 
sudden downturn in their son's behaviour, as a personal call for action, a search 
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for additional therapies. It was up to them as parents to make things right. 
Indeed, from Barry and Jane's perspective, group home staff had not played a 
role in initiating or advocating for the involvement of other professionals such as 
speech pathologists in the care of their son. In fact, Barry's opinion was that his 
wife's actions were the pivotal factor in encouraging group home staff to 
implement communication strategies with their son. He said: 
Well it's interesting that Jane spent a lot of work actually 'training' in 
inverted commas, or encouraging the PEGS to staff in the house, to use 
the PEGS system as well. And it is now there. He takes his book with him 
when he goes over there. Now, some of the casual staff don't know how 
to use it so he still gets some frustration but the more permanent staff 
that are there on a regular basis are certainly using it and with just as 
much success I believe we have. 
Thus, it was these older parents' experience that group home staff did 
not play a role in actively searching for and advocating for the involvement of 
speech pathologists in the management of people with autism. This narrative 
suggests that services such as speech pathology may rely on older parents to 
specifically request services that they may not even realise are available or 
beneficial. However, as this narrative reveals, if a crisis situation does not 
develop, then parents may not see the need to actively seek therapy options 
such as speech pathology. Therefore, services may miss the opportunity to 
support the development of people with autism which may translate into real 
changes in terms of quality of life and independence. 
Further, waiting for parents to call for services such as speech pathology 
implies that parents have adequate knowledge of current therapy options. 
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However, the older parents' narratives suggest the opposite. As has already 
been outlined, older parents of people with autism do not appear to be aware of 
how intervention approaches for communication in autism have developed over 
the years. Indeed, families who currently access speech pathology also 
commonly referred to the coincidental nature of finding out about the engaging 
in such services. A business contact, for example, informed Beryl of recent 
changes in intervention for people with autism, and recommended speech 
pathology to her. Barry and Jane first found out about visual approaches to 
communication in autism when Jane attended a workshop geared towards the 
parents of newly diagnosed children with autism. Thus, although these families 
were engaged in some services of the disability sector, their referral to speech 
pathology happened by chance. Thus, these narratives suggest a systemic 
failure in disability services to responsively recommend and refer older parents 
of sons and daughters with autism to speech pathology support when indicated. 
Indeed, it is possible that with recent focus on the importance of early 
intervention in autism, the disability sector has failed to provide the same 
information and support to older parents of adults with autism as is provided to 
younger parents. 
Conclusion 
Consideration of these older parents' narratives provides a unique insight 
into their understanding of communication and speech pathology. Indeed, these 
narratives underscore the critical role that communication plays in the lived 
experiences of older parents of adults with autism. The quality of interactions 
between older parents and their offspring appear to have a bearing on the 
gratifications of caregiving experienced by older parents, and their satisfaction 
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with their current situation. Indeed, older parents who had sought speech 
pathology intervention for their son or daughter were quick to note the many 
positive benefits such intervention had made. Their sons and daughters were 
able to indicate their preferences, were able to tolerate changes in their 
routines, were less frustrated and displayed fewer challenging behaviours. 
Thus, Beryl relayed her delight at seeing positive changes in her son Luke's 
communication skills: 
Yeah, he seemed a bit off colour last week or the week before. And to 
my great joy this fellow who didn't say much or communicate much at all 
said to me, "I'm not sick." I thought wacko! That's great isn't it? So we still 
went to the doctor and checked it all. Had all the tests done and so on. 
Tested it all out. And the doctor said, "He's not sick." [laugh] 
Yet, these parents were in the minority. Older parents for the most part 
expressed the belief that their son or daughter did not require speech 
pathology. However, their narratives revealed a different picture. Despite the 
fact that parents were able to identity instances where communication has 
failed, sometimes with dramatic results, most parents did not appear to view 
speech pathology as a necessary or even preferred service for their son or 
daughter. 
A number of reasons for this apparent mismatch emerge. Of perennial 
importance is consideration of the personal histories of these families. Indeed, 
their sons and daughters were diagnosed at a time when very little was 
understood about autism. Many of the parents narrated stories of personally 
implementing what they believed were speech pathology techniques in order to 
facilitate their son's or daughter's speech and language development. Like other 
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older parents of people with lifelong disabilities, these parents may have been 
particularly used to relying on themselves for coping with challenges and thus 
may have not perceived any need for support from speech pathology services 
(Hayden & Heller, 1997). Further, understanding of the nature of communication 
in autism and its effective remediation has undergone considerable advances in 
the thirty-five years since most of these individuals were diagnosed. Thus, it 
appears that whilst professional understanding of autism has transformed over 
time, this has not been reflected in similar shifts in older parents' knowledge. 
As a result, older parents appear to have a patchy understanding of the 
status of their son's or daughter's communication skills, and outdated views 
about communication in autism and the domain of speech pathology itself. 
Further, parents who saw autism as a fixed and irremediable disorder were 
unlikely to perceive communication intervention as beneficial. Thus, older 
parents' understanding of and attitudes towards communication, autism and 
speech pathology appeared to have a bearing on their perception of the likely 
benefit from speech pathology intervention. Indeed, older parents may be 
primarily prompted by crisis situations to seek additional services, rather than by 
an awareness of the underlying between communication and quality of life for 
people with lifelong disabilities. For these parents, it is possible that they 
perceived that their balancing acts were working, therefore shunned any 
attempt to upset the fragile balance that they had achieved. 
These findings suggest a critical role for both speech pathology and the 
wider service system. In particular, older parents of adult sons and daughters 
with autism require information and education on the nature of communication 
in autism and the potential value of speech pathology intervention in supporting 
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their adult son's or daughter's communication skills. Although there is much 
focus on early intervention, disability services need to ensure that older families 
also receive information such as the potential value of visual supports in autism 
that can make a lasting impact on quality of life, both for people with autism and 
their older parents. In addition, older parents are often anxious about the future 
of their son or daughter with autism, as shown in the next chapter. Indeed, 
parents need to understand that effective communication underlies some of 
their most pressing concerns. Such concerns may include future 
accommodation options, the transition from parental care, behaviour 
management, and how their son or daughter will cope with the eventual death 
of his or her parents. Thus, speech pathologists may have a role in facilitating 
change in older parents' knowledge and attitudes towards communication and 
its intervention. 
Aside from intrinsic factors related to knowledge and attitudes of older 
parents, the narratives also reveal external, service-related factors which 
contribute to the failure of older parents to engage with speech pathology. Older 
parents' stories suggest that when parents did engage with speech pathology 
services, these were parent-led initiatives arising from chance, fortuitous 
recommendations from everyday contacts rather than through formal channels, 
such as disability services that were already being accessed. Indeed, even 
where parents told dramatic disaster stories related to communication 
breakdown, parents did not describe being supported by case managers, 
support workers or general practitioners to access the services they needed. 
This suggests a failure on the part of services to appropriately refer older 
parents and their adult sons and daughters to speech pathology. Increasingly, 
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disability services are expected to adopt person-centred approaches to service 
delivery (Dempsey & Nankervis, 2006). This approach should ensure that 
supports are planned with a clear understanding of an individual's needs, 
including communication. This may call on workers from services who are 
already engaged with older parents, such as accommodation, employment, 
respite, and psychology services, to assume responsibility for passing on 
information that may fall outside their particular domain of work (Heron, 1998). 
Further, this may necessitate these professionals' own familiarisation 
with the value of speech pathology intervention for people with lifelong 
disabilities. Thus, matching client needs and desires with appropriate referral 
between services may therefore facilitate the better integration of speech 
pathology within the wider disability service sector. Further, it should not be 
assumed that older parents of adults with autism will request speech pathology 
when it is required. Todd and Jones (2002) suggested that mothers may be 
reticent to draw attention to their own needs as caregivers to avoid any 
implication that they are selfish. Indeed, some parents in the present study 
appeared to construct their offspring's difficulties with communication as mere 
inconveniences to themselves, rather than symptoms of autism that had a direct 
bearing on their son's or daughter's quality of life. It is possible that these 
parents, in attempting to preserve their own identity as good parents, may 
decline services such as speech pathology that they see as simply supporting 
their own caregiving, whilst being unaware of the potential benefit for their 
offspring. Thus, rather than relying on older parents to request speech 
pathology services, the onus needs to be placed on services to be acutely 
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aware of older parents' unmet needs, whether expressed or not, and facilitate 
their engagement with speech pathology services. 
Finally, attention should be paid to the service delivery models employed 
in speech pathology services. Older parents of adults with autism may hold a 
range of attitudes towards communication, autism and speech pathology that 
may present a barrier to their engagement in communication services. Indeed, 
effective collaboration and communication is needed between older parents and 
service providers in order to develop appropriate communication intervention 
plans (Balandin, 2007). Speech pathology services that are one-off in nature 
may not provide enough of an opportunity to address these sorts of long-
standing issues with older parents. Thus, service delivery models that allow 
speech pathologists to engage with older parents over time may be better 
placed to best address, not only the presenting communication needs of the 
individual with autism, but also the underlying information and attitudes of their 
older parents. 
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CHAPTER 8 
"WE CAN'T LIVE FOREVER": PARENTS' OUTLOOK ON THE FUTURE 
In this study, there was a clear acknowledgement by all participants that 
they had given a lifelong commitment to the care of their son or daughter with 
autism. Yet, unlike the caring of those who care for a parent or spouse with an 
acquired disability, parental caregiving for those with lifelong disability inevitably 
ends with the death or incapacity of the parent themselves rather than the 
cared-for person (Bigby, 2000). Thus, older parents frequently report concerns 
about who will replicate their roles in providing care to an adult son or daughter 
with a disability (Heller, Caldwell, & Factor, 2007). While planning for the future 
is an important policy issue in the United Kingdom and Australia as 
governments attempt to avoid the financial and emotional costs of crisis care 
(Bigby, 2007b), few of the parents that participated in this study had received 
support in planning for the future. 
In this chapter, using the analytical techniques outlined in Chapter 3, I 
will present and discuss the narratives of parents' plans and expectations of the 
future care of their son or daughter with autism. Then, I will discuss the 
implications of the entire study for all stakeholders, including the current 
generation of older parents, younger families supporting children with autism, 
those who provide paid support to older parents who have adult sons and 
daughters with autism, and disability policy developers. This final chapter 
concludes with a consideration of limitations of the study and directions for 
future research. 
238 
t 
i 
! 
l 
Results and Discussion 
Our main concern is when we're not here to supervise. To see that he is 
getting a fair deal, as it were. The things done for him that normally would be 
expected to be done ... Yes, as I say, we can't live forever, so things are going to 
be very awkward for him. 
- Louise, mother of Steven 
Talk about the future dominated many narratives in the present study. 
Indeed, like older parents of individuals with other lifelong disabilities (Haley & 
Perkins, 2004; Heller et al., 2007; Hemsley & Balandin, 2004), many of the 
older parents were anxious about the future care of their son or daughter. For 
instance, Audrey expressed her fears this way: 
When I'm in bed at night and it's quiet and dark and I start thinking, "Oh, 
what's going to happen when I'm no longer able to be having Andrew 
home?'' Or, 'Whats going to happen when I die?" And I start all that 
business. And then I get very emotional. 
Many of the stories that participants recounted reflected Audrey's 
worries. The older parents not only expressed anxiety but also described the 
future of their son or daughter in uncertain terms. For example, when asked 
how she saw the future of her son, Louise replied, "It's a future that I can't really 
predict 'cos there's various circumstances that might occur." However, not all 
parents were apprehensive about the future. A minority of parents expressed a 
sense of confidence in the future. John, for example, said, "The life that he's 
leading now, I can't really see changing greatly. And that's sort of settled me as 
to his future. And it doesn't worry me at all. "Similarly, when I asked Sylvia how 
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she saw the future for her daughter she replied, 'Well/ think it's a bit more rosy 
for Melanie at the moment." These differing perspectives can best be 
understood by considering parents' expectations of the role of formal services 
and siblings in the future care of their son or daughter with autism. 
The Role of Formal Services in the Future 
Despite the heterogenous nature of the parents' outlook on the future, 
the participants all expressed similar expectations for the future care of their son 
or daughter with autism. Parents from 10 families in this study expected that in 
the future, formal services would provide the bulk of direct care, and a key 
person, usually a sibling, would supervise the wellbeing of the individual with 
autism, providing care indirectly. Such expectations mirrored Bigby's (2000) 
findings of the prominence of "key person succession plans" (p. 79) in parental 
plans, which typically focus on transferring responsibility for "caring about" their 
son or daughter with a disability. It is not surprising that the older parents in this 
study discussed the transfer of responsibility for the oversight of their son or 
daughter as the majority of participants in the study had offspring with autism 
who had already been through the transition process, so that their children with 
autism were living in permanent supported accommodation. These parents did 
not anticipate any change to their son's or daughter's residential status, thus 
they wanted to plan for someone to assume responsibility for the variety of 
indirect care tasks they were currently fulfilling. 
Yet, this group of parents included nine who described themselves as 
currently battling the same services that they expected would assume 
responsibility for the direct care of their son or daughter with autism. Another 
participant, Elizabeth, anticipated that formal services would need to assume 
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sole responsibility for her son's wellbeing because she was unable to identify 
anyone from her son's informal network who would be able to adopt this role. 
Her story illustrates the dilemma of relying on formal services for future support 
while at the same time having little faith in or respect for the services offered. 
She anticipated that her only other offspring, a daughter who had significant 
medical issues, as well as four dependent children of her own including twins 
with autism, would be unable to assume care for Mark, who still resided in the 
family home. In addition, the extended family of Elizabeth and her husband all 
lived overseas. Her son's lack of a strong informal network thus contributed to 
considerable anxiety and an extremely pessimistic view of the future for 
Elizabeth. She said: 
The only thing I can do now is possibly get the house ready, put it on the 
market next year and move up to a country town and wait for my 
inevitability and hopefully there'll be nice people in a country town. He 
might be able to survive somehow. I know that is wishful thinking 
because the country is in a hell of a Jot of problems as it is with the 
drought. But I don't know what else to do. 
I then asked Elizabeth if she had received any direction from formal 
services to support her in planning for the future. Elizabeth continued: 
No, you talk to services. They just say, "Well, when the time comes, we'll 
come and get him." You look at them and you think, "You're supposed to 
be people services. How do you know you're gonna come and take him 
when you don't even know him?" 
As is evident in Elizabeth's quote above, experiences of battling services 
had major implications for these parents' outlook on the future and confidence 
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in the abilities of formal services to satisfactorily cater for their son's or 
daughter's needs when the parents are no longer around. Further, Elizabeth's 
distrust of and dissatisfaction with Mark's formal services may well become an 
obstacle to planning if and when service providers attempt to initiate planning 
for the future with her (Bigby, 2000). Thus, as Elizabeth's story indicates, 
parents' confidence in the future appeared to mirror their relationships with the 
service system, described in Chapter 6. Parents like Elizabeth who positioned 
themselves as battlers tended to hold bleak perspectives on the future. 
In contrast, parents who described themselves as conquerors, through 
their narratives of trusting relationships with service providers, expressed a 
sense of confidence in the future. This point is borne out in Ron's narratives. 
Unlike Elizabeth, Ron wanted formal services to assume a major role in the 
future care of his son in the future, and was confident that his son's wellbeing 
would not be compromised as a result. He remarked: 
I think I'm on the verge of having set up him with his accommodation. His 
job I think will go on, you know, it's gone on for fifteen years. How long it 
will go on I don't know. But I think it's fairly stable. If the job were to stop I 
think the [service provider] would be able to find alternative work 
because they have a reputation of succeeding in doing work. In terms of 
his health, I don't have any reason to be particularly worried because 
he's robust and any problems he has are quite minor. So, I guess who 
will sort of be caring for his welfare when I can't, who will take up the role 
seeing that things are done properly? And I don't really know the answer 
to that. Because I've always been a bit reluctant to ask the other children 
to take it on but I guess that's where it will lie. And the only unknown in 
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this is what will he do when he gets too old to work. I trust that [the 
disability department] will have activities for retired developmental 
disabled people. 
Ron expressed an underlying sense of confidence and hope in the ability 
of formal services to provide future care. In discussing the future, Ron included 
both individual service organisations and government disability departments. He 
expressed confidence that the level of support his son receives would continue 
even when he is no longer around to supervise. Further, Ron also conveyed a 
belief in his own ability to achieve an optimal situation for his son Victor. He 
said: 
Well, first of all my desire has been to see him set up so that he will be 
looked after well beyond my life. That means there needs to be some 
sort of security with finance and accommodation. And I would like him to 
have some activity during the day. I'm well on the way to it. 
Thus, in this study, older parents' outlook on the future was similar to that 
of caregivers in the study by Llewellyn et al. (2004). In other words, their outlook 
appeared to be intrinsically linked to their own sense of parental status and the 
degree to which they believed they had the ability to currently effect a positive 
outcome for their son or daughter (Llewellyn et al., 2004). This highlights the 
critical importance of fostering positive patterns of parental engagement with 
formal services. As suggested in Chapter 6, such practices may not only 
support older parents' abilities to fulfil current caregiving roles, but may also 
contribute to peace of mind regarding their own future and that of their offspring 
with autism. Yet, as is revealed in Ron's narrative about the future, plans about 
the future inevitably involved consideration of how siblings would be involved. 
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The Role of Siblings in the Future 
A prominent theme in these older parents' narratives included discussion 
about who would assume the range of roles that they were currently performing 
in the care of their son of daughter. Consistent with Bigby's (2003) findings in 
her study of individuals with intellectual disability, the parents in this study 
typically expressed the expectation that their other nondisabled offspring would 
oversee the health and wellbeing of their son or daughter with autism when they 
died or became unable to provide care, although some parents expressed 
reservations about asking their nondisabled children for support. However, if 
there were no siblings, parents still looked within the family for ongoing support. 
For example, even though Audrey's son Andrew had no siblings, Audrey 
expressed her expectation that his cousins would assume a supportive role with 
him. In cases where there were multiple nondisabled siblings within the family, 
parents often identified the sibling they believed would take the lead in 
overseeing the wellbeing of their brother or sister with autism in the future. Gary 
and Christine described their expectations for the future oversight of Max's 
wellbeing this way: 
Gary: Well to be quite honest, I think what will happen is very much we 
get old and drop dead, he'll be one of those older handicapped people 
living in a group home somewhere, with probably his brother and sister 
not doing what we used to do but just looking after his financial affairs 
and probably going to the occasionaiiP meeting, you know. 
Christine: Wouldn't expect anybody to do what we do, we don't expect 
anybody to do that. Just to keep an eye on that he's happy and that sort 
of thing, that's all you expect. 
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Gary: See, you know, my other son's moved to Perth, his involvement 
with Max is minimal, it's nothing really. 
Christine: Yeah, but he will always have an interest in what's going on. 
Gary: He probably, if we weren't here, I know he'd keep tabs and he'd 
probably correspond, probably communicate and find out the person 
who's, you know, if Max's got a key worker or something like that he'd try 
and talk to. But I can't see anybody doing what we do. Like bring him 
home every weekend and taking out and all that sort of thing. It's just 
pretty miserable but that's the hard part. 
Gary and Christine's narrative here illustrated several of the pertinent 
issues that faced many of the older parents in this study. Like many other 
parents, Gary and Christine's expected that their nondisabled son's and 
daughter's future roles would involve the oversight and supervision of Max's 
welfare. Yet, this expectation did not necessarily require a personal or direct 
role with Max. Indeed, like older parents of adults with intellectual disabilities 
(Bigby, 2000), many parents in this study specifically stated their belief that it 
was unfair to expect their other offspring to replicate the direct caregiving role 
that parents currently played in the life of their son or daughter with autism. 
Parents did not expect their nondisabled offspring to assume a hands-on role 
with their brother or sister with autism. 
Yet, as is evident in Gary and Christine's narrative above, parents also 
did not always expect their other offspring to maintain social contact through 
direct, friendly sibling relationships. This expectation represents a point of 
departure from the typical roles often assumed by siblings of individuals with 
lifelong disabilities other than autism (Bigby, 2000; Dew et al., 2004). Indeed, 
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Orsmond and Seltzer (2007) found that siblings of individuals with Down 
syndrome had a closer relationship with, and were more optimistic about the 
future for their sibling than siblings of people with autism. The authors 
suggested that such differences may be as a result of the specific symptoms of 
autism, particularly social impairments and repetitive and unusual behaviours. 
Orsmond and Seltzer (2007) concluded that siblings of individuals with autism 
may face particular challenges in assuming roles as caregivers when parents 
are no longer able to do so, a suggestion that appears to be further supported 
by the results of the current study. 
Reluctance to Expect a Direct, Personal Relationship 
The older parents in this study presented several reasons for not 
expecting a direct personal role from their other siblings. Some parents believed 
that close relationships with family members were not important to their son or 
daughter with autism. This belief guided Rose's expectation that her daughter 
Sarah would oversee Simon's wellbeing although, as described in Chapter 4, 
Rose did not expect her to have a direct relationship with him. A similar belief 
was expressed by John and Thelma. John described the relationship between 
Darren and his brother Peter: 
I've said to his brother he can become the guardian. And he's happy 
about that. But he used to be relatively close to Darren, although there's 
five years difference in age. But I'd say he doesn't see him more than 
once evety two years now. 
Thus, despite the lack of a close relationship between the brothers, John 
and Thelma nominated Peter as Darren's future guardian. In fact, John and 
Thelma's narratives suggested that there may have been other siblings that had 
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experienced a closer relationship with Darren than did Peter. For instance, 
Thelma went on to describe Darren's relationship with his stepsister: 
My daughter, she's done all her aromatherapy and all this sort of [[thing}]. 
And she'd often give him a little massage. And she says he used to love 
it. But, oh, it was sort of a fleeting relationship, wasn't it? Because you 
couldn't continue anything with poor old Darren because he'd waffle off 
anyway. 
Yet, even though they were able to relate narratives of Darren's close 
relationship with his stepsister, John and Thelma expected that his brother 
Peter who would be best suited to oversee Darren's future care. One reason for 
his may have been the fact that Peter and Darren were related by blood ties, 
being natural brothers, rather than being step-siblings. A later narrative provided 
another possible reason why Peter was chosen as the key person. John said, 
"Peter is a chartered accountant so he's able to do probably more than I've ever 
done with his finances, etcetera. "Thus, John and Thelma appeared to rate 
practical skills such as ability to oversee the financial situation of their son with 
autism as more important for the key person than a direct, personal relationship. 
Thus, they may have felt that expecting a direct social relationship from other 
siblings was either unrealistic or unnecessary. 
Other reasons cited by parents for not expecting a direct relationship 
from their nondisabled sons and daughters included their awareness of the 
other commitments their nondisabled offspring held, such as work and family 
responsibilities. For instance, when I asked Louise if she had discussed the 
future with her daughter, she replied, "Yes. She just says that she'll have to do 
different things when we're not here for him ... She has a pretty full life with her 
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husband's engagements and obligations and so she's got a fairly full plate all 
the time." 
Older parents in this study therefore expressed some reluctance in 
expecting their sons and daughters to adopt a direct personal role with their 
brother or sister with autism. Possibly, this was due in part to the fact that this 
role had already constituted a complicated balancing act for the parents and, in 
many instances this had restricted the opportunities available to the older 
parents themselves. Accordingly, many parents expressed the belief that their 
nondisabled sons or daughters had already paid a toll for having a brother or 
sister with autism. For example, as described in Chapter 3 when considering 
the worked example "Sibling experiences: A sufficient burden", Ron talked 
about his determination to shield his daughters from additional strains 
associated with caring for their brother Victor. For other parents, the expectation 
that their nondisabled sons or daughters would adopt a direct personal role with 
their sibling with autism was made even more improbable by verdict of the 
strained relationship between the offspring. As has been described in earlier 
chapters, some parents reported that their other siblings, such as Gary and 
Christine's son mentioned in their narrative earlier, had minimal contact in the 
lives of their brother or sister with autism. 
Other parents related narratives that suggested that, even if their other 
offspring had regular contact with their brother or sister with autism, the 
relationship between the siblings was not necessarily a meaningful or mutually 
enjoyable one, a pattern supported by research by Orsmond and Seltzer 
(2007). Bev, for instance, stated her belief that her daughter was still scared of 
her brother Paul following his challenging behaviours after the death of their 
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grandmother. In these cases, older parents were more likely to be adamant that 
their other offspring should, at most, maintain indirect oversight of their 
offspring. These parents did not expect or require a direct relationship between 
the siblings. Indeed, Bigby (1998) suggested that the quality of relationships 
between siblings during earlier stages of the life course influences the types of 
roles nondisabled siblings adopt with their brother or sister with a disability once 
their parents have died. A number of the narratives in this study suggest that 
some individuals with autism may not have had the quality relationships with 
their siblings that are required in order to encourage their brothers or sisters to 
assume caregiving roles upon the death of their parents. Thus, parents often 
recognised impediments to the likelihood of their nondisabled offspring 
overseeing the wellbeing of their brother or sister with autism in the future. 
Conflict between parents' plans and concerns. Yet, as we have seen, the 
majority of parents still nominated a sibling as the person most likely to assume 
responsibility for oversight of the wellbeing of their brother or sister with autism. 
It seems that these older parents did not feel they had any other option 
available to them. As noted in a previous narrative, Ron commented on his 
dilemma this way, 
So, I guess who will sort of be caring for his welfare when I can't, who will 
take up the role seeing that things are done properly? And I don't really 
know the answer to that. Because I've always been a bit reluctant to ask 
the other children to take it on, but I guess that's where it will lie. 
Thus, although parents of people with other lifelong disabilities often 
have reservations about expecting their nondisabled offspring to assume 
caregiving responsibilities in the future, particularly those of a hands-on nature 
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(Bigby, 2000), it appears that families of adults with autism face additional 
challenges in planning for siblings' future roles. The current results suggest that 
discordance between parental wishes for the future of all their offspring and the 
options available to older parents to achieve such aims may be a source of 
considerable anxiety for them. 
Anxiety about the future and lack of viable options has been suggested 
as some of the reasons why older parents fail to undertake planning for the 
future care of a son or daughter with a lifelong disability (Bigby, 2000). Indeed, it 
became apparent that the older parents' plans for the future had often not been 
explicitly discussed with their nondisabled offspring, but instead remained as 
implicit understandings. Beryl for instance remarked, "Nobody wants to talk 
about it in the family." As a result, when Beryl spoke about the future, these 
narratives were couched in uncertain terms. She went on to comment, "So we 
might be able to work it out." Other parents revealed they had discussed the 
future with their other offspring, but it appeared that issues had only been 
discussed at a superficial level. For example, Bev described her discussion with 
her daughter Georgia about Paul's future care. Bev remarked, 
And she assures me that she will look after him but I don't know. I just 
don't know to be honest ... I've spoken to her about it so I've said, and 
she said that she will look after him. She will make sure but she said I 
probably won't have him home over night, things like that. 
Thus, although Bev described explicitly discussing the future with her 
daughter, these discussions do not appear to have resolved many questions in 
Bev's mind. Preference for informal arrangements, such as in implicit key 
person succession plans, is known to be common in older families of individuals 
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with lifelong disabilities (Bigby, 1996). Such plans are made at times without the 
need for explicit discussion and negotiation between older parents and their 
nominated key person (Bigby, 1996, 2000; Dew et al., 2004). Further, Bigby 
(1996) noted that informal plans were often successful in supporting the 
transition of individuals with lifelong disability from parental care. Thus, the lack 
of explicit planning or discussion between family members in the current study 
may not necessarily indicate that these individuals may end up without the 
support of an indirect caregiver to advocate for them. Nevertheless, Bigby 
(2000) has suggested that implicit plans facilitate a flexible response to the 
changing needs of individuals with a lifelong disability, and at the same time 
relieve older parents of the need to make difficult decisions that may involve 
conflicting emotions and needs. Yet, the narratives of some individuals in this 
study suggest that they are anything but relieved and settled about the future. 
As stated at the outset of this chapter, many parents described their fears and 
worries about the future. Audrey, in particular, expressed her grave concerns for 
what would happen in the future and her attempts at controlling her emotional 
response to these fears. She said: 
I've got this little thing that I take the lid off the well and put all those 
awful thoughts in there and put the lid on. And I speak to myself out loud. 
And I say, "Now don't do it to yourself ... so just let it go. Put it in the well. 
Put the lid on it." But just occasionally that lid will sort of push itself out 
and some of those things will come out again. So I have to remind myself 
to put them back in there and forget it. And of course, you know, it's 
always nighttime. Then you start thinking about the things for the future 
and you get a little bit anxious and depressed. And I say, "No, don't do it 
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to yourself because it's not going to help you." And things are always 
more positive and different in the daytime. 
Thus, it seems that some older parents of individuals with autism may 
require more explicit plans, or at least explicit conversations within the family, in 
order to provide them with the peace of mind about the future. Simple, implicit 
understandings may not contribute to a confident outlook on the future for some 
parents of individuals with autism, perhaps because of these parents' insight 
into the unique challenges inherent in caregiving for a son or daughter with 
autism. Indeed, older parents' may not realise the extent to which their other 
offspring are ready to assume greater caregiving responsibilities, which may 
leave these parents unduly concerned about the future. 
Counter-narrative: Sibling relationships against the odds. The older 
parents' narratives for the most part suggested that parents are cognizant of 
numerous barriers to their other offspring's readiness and ability to assume 
oversight of the care of their brother or sister with autism. However, recent 
research indicates that siblings do, in fact, understand what the expectations for 
them are, and are ready to assume responsibility for their brother or sister with 
a lifelong disability (Dew, Balandin , & Llewellyn, 2008). Although older parents' 
narratives in this study suggested that the siblings in many cases have troubled 
relationships, one of Bev's narratives suggested that some siblings may still be 
ready to assume greater caregiving responsibilities as the need arises. During 
the first interview, Bev described the tenuous relationship between Paul and his 
sister, Georgia. In that interview she stated, "She assures me that she will look 
after him, but I don't know. I just don't know, to be honest. "Yet, by the time I 
conducted a second, follow-up interview with Bev, certain changes in Georgia's 
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involvement in her brother's care had become apparent. At the time of this 
interview, Paul's group home was undergoing change in management which 
necessitated family involvement. Bev narrated: 
But at the same time she has just started a taking over an interest in 
Paul. Like she's come with me to the meetings in [suburb] over this 
exchange. And what's more, she's had a Jot of input. She's taken the 
minutes, she's written out letters and all sorts of things. She's a clever 
girl and she's really taken an interest that way. She is definitely going to 
take over from me, I'm quite sure of it. I completely trust her over it. I 
don't think there'll be the same affection there, but she'll always be 
looking out for him. 
Although Bev initially described uncertainty over her daughter's ability 
and willingness to assume oversight of her brother, her later experiences 
indicated that Georgia was, in fact, ready to fulfill this role in support of her 
mother. Thus, even in the particularly challenging context of family caregiving in 
autism, a negative view of sibling relationships and their role in the transition 
from parental care is not inevitable. Future research could elucidate the factors 
that contribute to sibling involvement in the post-parental care of a sibling with 
autism. Such knowledge could contribute to the development of policies and 
interventions that support effective transition of parental care to siblings. 
The Tyranny of Time 
Parents' reluctance to place additional caregiving responsibilities on their 
other sons and daughters had other major implications for these older parents. 
In many cases, reluctance to discuss the future placed parents under 
considerable pressure to finalise the future care arrangements of their son or 
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daughter with autism while they were able to do so. The parents in the present 
study made comments that indicated that they felt that they had limited time 
available to set up the future of their son or daughter with autism so that their 
other sons or daughters would not have to bear the burden of care that they had 
often struggled with. Audrey, aged 60, for instance, spoke of the issues she was 
grappling with in arranging matters for Andrew. She said: 
I'm Andrew's legal administrator. I mean, that's not different to what I've 
always done. But I have to do a financial return like all administrators to 
make sure I'm handling Andrew's finances correctly. And I don't really 
want to have to put that onto [his cousin] because it's a lot of work. So I 
daresay the state trustees will take over but I'd like her to sort of be in 
touch, well, as a go-between if he needs anything. And you know, I want 
to prepay our funerals so that that's all taken care of and there's nobody 
has to warty about that. So I know that sounds all pretty morbid but 
you've got to think about all this kind of stuff while you're able to. 
For Beryl, her sense of a ticking clock in her life increased her 
determination to develop Luke's independence as much as possible so as to 
realise her goals for his future care, namely, maintaining his residence in the 
family home: 
So the big question mark in our lives is now how am I going to cope 
when I get older still ... I've had plenty of thoughts about that, as you can 
imagine. [laugh] I'm kind of hoping he'll get to the stage where drop in 
support will be adequate. Of course he has a home. Don't really need 
somebody else's home. And he's got a bedroom upstairs. It's vety 
pleasant. If that works out, fantastic. He I can't imagine ever cooking. 
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He's good at doing vegetables and stuff. And quite good, getting better at 
washing up, and he dries up, takes out the garbage and stuff like that. 
Beryl hoped that her other son, Carl, would in the future assume 
responsibility for the care and oversight of his brother, even though she 
recounted narratives that illustrated some degree of tension between the 
brothers. In fact, she voiced her concerns about Carl's willingness to take on 
this future responsibility. She continued: 
But as far as Carl's concerned I don't know that he wants the 
responsibility either. And that's understandable. Vety understandable 
really. So we might be able to work it out. Actually the more Luke can do, 
the better, which is of course the angle I'm taking. 
Thus even though Beryl hoped Carl would take on more of a direct role in 
the care and supervision of Luke in the future, her present efforts were geared 
towards minimising the future hassle and disruption to Carl's life through the 
promotion of Luke's independence. 
At times, it was a challenge for me to interpret the narratives about 
difficulties between siblings, particularly due to experiences with my own 
siblings. As described in Chapter 3, I come from a family where siblings are 
very close and generally supportive of each other. I am the eldest of three 
sisters, and have frequently found myself instinctively assuming a role of 
caretaker and advisor, at times almost becoming a second 'mother'. Thus, 
sometimes it was difficult for me to relate to parents' narratives of concerns 
about whether or not their other offspring would assume care for their son or 
daughter with autism. In order to gain a sensitive interpretation of these 
narratives, I discussed these narratives with my supervisors to verify emerging 
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interpretations. I also reflected on the fact that parents' narratives may not 
provide an accurate reflection of siblings' own expectations and preferences for 
their own future role with their brother or sister with autism (Dew, Balandin et 
al., 2008; Griffith & Unger, 1994). In addition, I considered the impact that 
autism may have had on the nature of the relationships between siblings since 
childhood (Orsmond & Seltzer, 2007), which may account for less positive 
relationships now. My own positive experiences of sibling relationships may 
have also contributed to an enhanced sensitivity to the role of past experiences 
and family dynamics on the nature of current sibling relationships and how 
these may be affected in unique ways in the case of family caregiving in autism. 
Hopes for lntergenerational Relationships 
Although not all parents expected that their other sons or daughters 
would take on a direct, personal role with their sibling with autism, some parents 
indicated their hope that a member from a younger generation in the family 
would do so. For instance, Bev described her hopes that her grandson would 
develop a close relationship with Paul in the future. She said: 
Funny enough, the grandchild is very good with him. He really is. He's 
nine on Saturday and he's very very good with him, you know ... He's a 
lovely kid, he really is and he is my favourite, there's no doubt about that. 
He's kind, he's sensitive and a complete and utter fruit loop. But there 
you are ... But I'm hoping I can live long enough to see that him be able 
to be a real help with Paul with [my daughter] Georgia. You know, for 
sure. 'Cos he's got it in him. 
Thus, the family features as a keystone in parents' plans. If there were 
no siblings or if siblings were perceived as unlikely to provide support, parents 
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hoped others in the family (e.g. grandchildren, cousins) would step in after their 
death. Therefore, almost all parents in this study voiced the hope that their 
offspring with autism would develop meaningful relationships with someone in 
the family. These parents may have anticipated that their offspring would be 
able to maintain social contact within the family by means of such relationships. 
lntergenerational relationships with family members at various stages of the life 
course may protect individuals with autism from the effects of shrinking informal 
networks, as those responsible for the oversight of their care during the post-
parental care phase themselves age and eventually die (Bigby, 2000). 
Further, many of the remarks about family made by participants suggest 
the enduring impact that autism may have on family life. Family caregiving in 
autism may turn out to be a family commitment rather than an individual one for 
parents alone, regardless of the parents' reluctance to burden their nondisabled 
offspring with care responsibilities. Indeed, in a review of the literature on 
siblings of individuals with lifelong disabilities, Dew, Balandin, and Llewellyn 
(2008) concluded, "Being a sibling is indeed a family journey rather than a 
solitary one" (p. 501). The current results suggest that this impact may even 
extend beyond the immediate relationships between siblings. Extended family 
members, such as the children of siblings of individuals with autism, even those 
as young as nine in the case of Bev, may well be profoundly influenced by 
having an older family member with autism. This suggests that policy makers 
and service providers must aim to promote not only a whole-of-life, but also a 
whole-of-family approach to the support of people with autism. Services that 
unduly narrow the focus to the individual with autism and their older parents 
may fail to properly acknowledge the importance of other family members in the 
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present and future lives of individuals with autism. As a result, valuable 
opportunities to support the development of positive relationships and decrease 
the reliance on formal services to replace roles usually assumed by family 
members may be lost. 
Community Members in Informal Networks 
Older parents' narratives about their expectations for the future did not 
include any discussion of the roles that people in the community, other than 
direct family members, may adopt in supporting the wellbeing of their son or 
daughter once they were no longer able to provide care. This runs counter to 
the findings of Bigby's (2000) study, which indicated that, in some cases, 
individuals other than family members may assume the role of key person and 
take primary responsibility for oversight of the wellbeing of an individual with a 
disability. In Bigby's (2000) study, informal caregivers included church members 
or friends of the individual with a disability, as well as direct family members. 
Thus, the older parents in the current study may have overlooked the value of 
their son's or daughter's relationships with others in the community as a 
potential source of informal support in the future. 
Alternatively, it may be that the nature of community relationships for 
individuals with autism differ markedly from those of individuals with intellectual 
disability in Bigby's (2000) study. For instance, as detailed in Chapter 4, many 
parents tried to insulate their son or daughter from the community in an attempt 
to manage their balancing acts and support the wellbeing of their son or 
daughter with autism. Thus, some individuals with autism may not have as 
many relationships within the community to draw upon. Further, even when 
these relationships exist, parents may believe that the nature of their offspring's 
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community relationships are not typical and therefore are unlikely to generate a 
long term relationship based on a strong emotional bond. Elizabeth, for 
instance, described an awkward experience with her son in the community. She 
related: 
But we were in a shop. And it's becoming increasingly obvious because 
his appearance is not up to scratch. A young girl came over. She said, 
"Would you mind staying with me?" And I said, 'What for?" She said, 
"See that person over there?" She said, "I think he might attack me." I 
said, "Don't warty." I said "I've got him under control." She said, "Oh, I'm 
terribly sorty." 
Thus, as a result of both a limited and atypical nature involvement with 
people outside the family, parents may not deem individuals within the 
community as potential members of their son's or daughter's informal support 
network. Yet, as we have seen, the alternative option- expecting siblings to 
become caregivers - is not always attractive to older parents. The predicament 
of this situation appears to have ramifications for both the individual with autism 
as well as their older parents, as explored below. 
Vulnerability of Informal Networks 
It appears that the individuals with autism in this study may have been 
vulnerable to weak or nonexistent informal networks by virtue of their past and 
current relationships with siblings, the nature of their disability, lack of 
opportunities to develop relationships with others in the community, and in 
some cases, a reduction in the size of informal networks due to smaller family 
sizes following divorce. Bigby (2003) suggested that the presence of strong 
informal networks play a protective role in the lives of individuals with lifelong 
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disability. A lack of these networks may add to the anxiety of older parents who 
are unable to identify a key transition person to assume responsibility for their 
son's or daughter's care when they die. For example, much of Elizabeth's 
distress and anxiety about the future appeared to centre on her expectation that 
her son would experience a traumatic transition from parental care. Thus, when 
describing a conflict with Mark's service provider, Elizabeth remarked: 
So I said, "Well what are you going to do if my cancer returns and I die?" 
"We'll come and take him." I now know there's idiots running [the state 
disability department]. Because he is bipolar and they're gonna walk in 
and take him out? They're gonna need a straight jacket. 
Thus, failure to identify a key person to assume care for her son, coupled 
with concerns for her son's welfare following the death of his parents, was a 
source of much anguish for Elizabeth. The planning process is believed to be 
psychologically important for older parents (Heller & Factor, 1991 ). Yet, in her 
narratives, Elizabeth described her inability to engage in effective planning, 
adding to her sense of foreboding about the future. 
A range of programs have been developed to specifically assist ageing 
parents in planning for the future of an adult son or daughter with a lifelong 
disability (Heller et al., 2007) and foster the development of informal networks. 
One such initiative is the Planned Lifetime Advocacy Network (PLAN) from 
Canada (Etmanski, 2000), or the related Planned Individual Networks (PIN) 
from Western Australia. In these models, the development of informal networks 
for individuals with lifelong disabilities are directly cultivated, fostering the ability 
of the network members to assume some parental roles, particularly when 
parents are incapacitated or have died. 
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These initiatives appear to have potential value for the families of 
individuals with autism, who may require specific and concerted efforts to 
develop robust informal networks. Formal and targeted development of informal 
networks through these programs may help counter the impact that symptoms 
of autism may have on hindering the development of naturally-occurring 
networks. Indeed, although people with autism may not, in all cases, have the 
same community relationships as other individuals with lifelong disability, 
explicit efforts to build informal support networks may identify network members 
within other contexts. For instance, other than relatives, network members in 
PLAN may include anyone who has an interest in the wellbeing of the individual 
with a disability, such as neighbours, church members, and former service 
providers and teachers (Etmanski, 2000). Such networks may also counter 
parents' reluctance to rely on others for support in their caregiving roles, a 
tendency that was often noted in the narratives of older parents in this study. 
Concerns for Impact of Symptoms of Autism on Transition 
Preference for Stable Routines 
Elizabeth's narratives also highlight the potential impact that specific 
symptoms of autism may have in the experience of transition from parental 
care. Elizabeth was particularly concerned about Mark's reluctance to involve 
other people in his care as a result of his preference for stability and his 
difficulty in coping with change. Similar concerns featured in other older parents' 
narratives. For example, I asked Louise what her current concerns for her son, 
Steven, were. She replied, "Oh, well the main one I suppose that he seems very 
dependent on us as far as keeping him happy's concerned, being able to come 
home. Whereas when we're not here I don't know how he'll cope."Similarly, 
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Bev reported making her son Paul's visits home more infrequent in order to 
prepare him for the eventuality of not coming home at all following the death of 
her and her husband. 
The families in this study had reason to be concerned about the future, 
given their offspring's difficulties in coping with change in the past. Thus, many 
expected that their son or daughter with autism would have particular difficulties 
coping with the change that would come as a result of their own death. Indeed, 
it has been noted that the post-parental care phase is a time of considerable 
change in a variety of domains for individuals with lifelong disability (Bigby, 
1996). Yet, it has been identified that adults with autism experience difficulties 
with transition, such as that to adult services (Allen, 2008). Thus, for individuals 
with autism, the death of a parent and the subsequent transitions in care are 
likely to represent the ultimate change in routine for some individuals with 
autism and may cause considerable distress. Services that support older 
families in planning and preparing for when parents are no longer around must 
therefore be prioritised. 
Transition plans for individuals with autism must reflect sensitivity to the 
specific symptoms of autism, including preference for routinisation and difficulty 
adapting to change (North, 2006). The narratives of the older parents in this 
study suggest that such plans need to be implemented, even for individuals who 
no longer live with their older parents but who still may have established 
patterns of home visitation. Services may need to support families to gradually 
space out the home visits of an adult son or daughter with autism, thus 
increasing their ability to tolerate increasingly larger changes to their routines. 
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Some parents, like Bev mentioned above, may already be attempting to do so 
in their own way now, albeit without the direct support of formal services. 
Similarly, individuals with autism may be gradually helped to tolerate the 
involvement of others in their care by the provision of respite services and day 
programs that gradually assume responsibility for the aspects of direct care that 
parents are currently fulfilling. This may be particularly important for parents 
who continue to live with their adult offspring with autism. For instance, as 
described in Chapter 4, Elizabeth related narratives of her son Mark's 
resistance to changes to the involvement of support services in his care. 
Specifically, Mark refused to allow formal services to become involved in his 
medical care, such as taking him to regular doctor's appointments. Yet, 
Elizabeth complained about a lack of support from formal services in backing 
her up in preparing her son for the future and the inevitability of involvement 
with formal services. As indicated in Chapter 4, she remarked, "So of course, 
without having the services or support services to provide that support and help 
him change it has been an ongoing battle." In fact, Elizabeth firmly believed that 
formal services were "setting him up for a massive fall." Indeed, it seems likely 
that if no transition plans are implemented with his individual needs in mind, 
Mark will indeed experience considerable difficulty adjusting to post-parental 
care arrangements. 
Elizabeth's narratives alluded to her perception of unsupportive 
organisational attitudes towards her relinquishment of certain aspects of her 
caregiving. Jean, too, reported being criticised by group home staff for not 
having her son home often enough. She noted: 
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I suppose one of the things that always used to make me feel bad was 
that the previous staff, and to some degree it is the staff here, can be 
quite critical about Tom coming home because I think Tom comes home 
least of all. And I know they've made comments about Tom coming 
home which is none of their business. 
Thus, measures designed to support families in gradually relinquishing 
the intense nature of their caregiving in preparation for the future may require a 
whole-of-organisation commitment, including attention to staff attitudes. Indeed, 
a holistic, lifespan approach to working with families must be established within 
formal services in order to support families in preparing for the future. 
The Experience of Grief 
Aside from fears for the impact of change on their son or daughter with 
autism, other parents raised concerns about how their offspring with autism 
would experience the grief when his or her parents died. As noted earlier, 
parents did believe that their son or daughter experienced and expressed grief 
and recounted narratives of the effect such experiences had on their son's or 
daughter's behaviour. Bev, in particular, held grave concerns for her son's 
ability to cope with her death, given the extreme reaction he had to the death of 
his grandmother. She said: 
How he will take my death? For alii know, he might take it better than my 
mother's, you know. He might do, but I doubt it. I vel}' much doubt it ... 
We want them to start having programs before we go, you know, to lead 
up to the fact that we won't be around forever and ever and ever. Paul 
knows a bit about death, 'cos we've had so many dogs die and he's had 
my mother die. And so he knows about death. He thinks they all go up 
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there to heaven. But I think it's got to be taken further than that. I think it 
should go a long, long, vety slowly and it should start now. 
Bev's quote here raises some important considerations for transition 
planning for individuals with autism. To date, there is no information available 
on how best to support adults with autism prepare for, and subsequently 
manage, grief. Furthermore, there is no information on how staff recognise and 
cope with grief in adults with autism. Yet, the present study indicates that future 
plans for adults with autism must include a focus on issues relating to death and 
grief. Without appropriate planning and support, individuals with autism may 
otherwise be set up to fail, and, as a result, formal services will once again 
feature in additional disaster narratives. On the other hand, well developed, 
comprehensive plans that are put in place well in advance of potential crises 
may do much to support adults with autism transition from parental care and 
cope successfully following the death of their parents. Such plans may also 
alleviate much anxiety and distress for older parent caregivers of individuals 
with autism and contribute to their own peace of mind. 
Summary of Major Findings 
The collection and analysis of the personal narratives of the 16 older 
parents of adults with autism in this study has provided important information 
about their lived experiences and the unique challenges they face as 
caregivers. This thesis has presented an in-depth analysis of older parents' 
narratives, with each of the empirical data chapters focusing on a distinct 
dimension of the experience. However, aside from providing a rich description 
of participants' lived experiences, the analysis of older parents' narratives has 
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generated insights that have particular implications for service provision and 
policy development. 
In Chapter 4, for example, parents' experiences were likened to a 
delicate balancing act as they attempt to balance the stability and wellbeing of 
their sons or daughters with autism with a degree of stability and fulfilment in 
their own lives. Parents repeatedly told narratives that demonstrated the 
relationship between their son's or daughter's preference for routines and rituals 
and parents' experience of regimentation in their own lives. Indeed, the results 
highlighted the centrality of experiences of routine and regimentation on older 
parents' emotional responses, social lives, and perceptions of satisfaction and 
strain in their role. The results lead to a range of implications for support 
services, including the need for services to work with parents' balancing acts, 
supporting them to work with their son's or daughter's propensity for 
routinisation whilst maximising the benefits and reducing the burdens they 
experience as caregivers. Additionally, individuals with autism appear to require 
access to services which identify and attend to their emotional needs following 
the experience of bereavement, since the current results suggest that these 
experiences may be too overwhelming for parents to deal with independently. 
As discussed in Chapter 5, parents' beliefs about autism appeared to 
play a fundamental role in supporting the construction of positive perceptions of 
their son or daughter with autism, and indeed, parents' own identities as 
caregivers. Thus, in the face of challenging behaviours, many parents blamed 
an objectified 'autism' that is separate to their offspring's true self, which 
allowed them to preserve positive perceptions of their son or daughter. 
Ascribing to this model also appeared to release parents from perceived blame 
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which may have dated from parents' earliest interactions with service providers. 
Services may need to specifically address feelings of blame experienced by 
parents, even re-visiting diagnosis experiences, in order to best engage and 
support older families. The results presented in this chapter also suggest the 
need for service providers to be aware of, and support parental beliefs about 
autism that they use to support coping. 
Results on the diversity in older parents' experiences of working with 
service providers were presented in Chapter 6. Most parents described 
frustrating experiences as they "battled" the service system. However, a 
minority of parents recounted narratives that portrayed cooperative relationships 
with service providers. These older parents positioned themselves as 
"conquerors" within their narratives, overcoming challenges and attaining an 
ideal situation, both for themselves and their son or daughter with autism. In 
describing these parents as "battlers" or "conquerors", I have interpreted these 
categories as a reflection of parents' perceptions of their own status and 
identity. Whether parents are able to collaborate with services well or not may 
reflect their own perceptions of how they value themselves. In other words, 
parents who perceive themselves as having valued status, for example, Ron, 
are able to work cooperatively with services. On the other hand, parents, such 
as Bev, who perceive themselves as having low status and power within the 
service relationship are unable to cooperate because they are constantly 
battling to preserve their fragile sense of identity and status as a parent. 
Further, opportunities to develop and reinforce parents' sense of power and 
status appeared to reflect some parents' access to power and resources in 
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other areas of their life. Thus, results suggest a need for services and programs 
that address inequities in caregiving. 
Knowledge of the different ways that parents interact with services is 
important, since this understanding may help to orient professionals and explain 
the frustrating patterns of interaction with older parents. The results also 
suggest that services need to approach the support for "battler'' and "conqueror'' 
parents differentially, offering support and intervention which is consistent with 
parents' goals and their constructions of the meaning of family quality of life. 
Results underscore the importance of professional empathy, active listening, 
provision of emotional support to families, and the acknowledgement of parents' 
perspectives in order to tailor supports to match needs. 
In Chapter 7, I focused specifically on parents' experiences with speech 
pathology and communication services, drawing direct comparisons with 
parents' narratives of communication with their son or daughter with autism. 
The results suggested that the quality of the communication between older 
parents and their son or daughter with autism constituted an important source of 
gratification or strain in older parents' roles as caregivers. Specifically, 
communication breakdown frequently featured as a catalyst for a disaster story 
in several narratives. Yet, parents rarely accessed speech pathology services 
for their son or daughter, and frequently did not express the need for such 
services. This may be explained by parents' faulty understanding of 
communication in autism, and misconceptions regarding the place of speech 
pathology in supporting people with autism outside of the context of crisis 
situations. Older parents' beliefs appear to reflect historic professional 
discourses rather than current knowledge about communication and speech 
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pathology. These findings suggest a need for speech pathology services to 
support the communication needs of adults with autism and their families. 
Further, these results highlight how essential it is that older parents of adults 
with autism receive information and education about communication and 
speech pathology in order to make educated decisions about their son's or 
daughter's service needs, rather than basing such decisions on outdated 
knowledge and past experiences. 
Finally, as presented in this chapter, parents' perspectives of the future 
care of their son or daughter with autism reflected their current relationships 
with service providers. These findings bring further recognition to the 
importance of cultivating positive service interactions with families throughout 
the life course. Additionally, parents raised numerous concerns about their son 
or daughter's future transition from parental care, often reflecting the specific 
symptoms of autism. These findings specifically call attention to the need for 
services to collaborate with families in designing comprehensive transition plans 
in order to prepare individuals with autism for the post-parental care phase. 
Implications of this Study 
The Current Generation of Older Parents 
The results of this qualitative study highlight the complex nature of the 
issues confronting older parents as they attempt to find a satisfactory balance to 
their own life, and at the same time, promote the health and happiness of their 
son or daughter with autism. Some of the issues identified that affected the 
caregiving experiences of the older families within this study are common to all 
parents of a son or daughter with lifelong disability, including the necessity of 
planning for the future (Bigby, 1996, 2000) and the critical importance of 
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positive interactions with service (Llewellyn et al., 2004). Other issues raised by 
participants in this study appear to be factors that are either exacerbated by, or 
specific to, having a son or daughter with autism. Not surprisingly, this study 
has highlighted that autism comprises a wide range of symptoms and abilities. 
As a result, the impact not only on parents but also on the families of those 
providing care for a relative with autism varies. Consistent with family systems 
theory, the unique characteristics and needs of individuals within a family are 
central concepts to consider in order understand the overall impact of disability 
within the family (Turnbull & Turnbull, 1990). Indeed, specific symptoms 
common to autism, including challenging behaviours, communication difficulties, 
and preference for stable routines, are central to a deep understanding of 
caregiving by the older parents of individuals with autism. 
Formal services have the potential to strengthen and support older 
parents to continue in their caregiving roles. As highlighted in Chapter 4, these 
services have a role in providing the assistance necessary to continue parents' 
fine-tuned balancing act (Nolan et al., 1996) and, in view of parents' real 
concerns about the future care of their son or daughter, can provide them with a 
measure of peace of mind (Bigby, 2004). Yet, as established in Chapter 5, the 
narratives of the older parents in this study suggest that, in general, the service 
system has failed them. As a result, many older parents described battling the 
service system. 
Such narratives do not appear to be common only among parents of 
adults with autism. Recently, the outgoing director-general of the state disability 
agency in New South Wales, Australia conceded that people with disabilities in 
that state "have to fight for every service, and if they can eventually navigate the 
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service system, there is still no guarantee their needs will be met" (Horin, 2009, 
February 19). Similarly, Ivan Lewis, the UK care services minister, was quoted 
as saying, "Adults with autism and Asperger's syndrome are too often 
abandoned by services, with their families left to struggle alone" (Allen, 2008, p. 
4). Such admissions surely place the onus on governments and policy 
developers to redress the balance for all individuals with lifelong disability and 
their families. Such actions must address the concerns of older parents of 
adults with autism who, as this study and others indicate, face uniquely 
challenging experiences as family caregivers (Seltzer et al., 2001). 
Yet, the participants in this study are not the only families facing 
challenges relating to the present and future care needs of an adult son or 
daughter with autism. Indeed, it is likely that older parents who were not 
involved in this study have similar concerns. It is noteworthy that the older 
parents in this study are perhaps among those with the best connections to 
formal services since the participants were recruited to the study through the 
managers of formal services. Thus, it is possible that "hidden families" (Bigby, 
2004, p. 225), devoid of any access to services, have experienced even more 
unique and challenging situations than many of those involved in this study. 
Given the failure of the service system to adequately support the older 
families of adults with autism who are engaged in services, let alone those who 
are currently unknown to them, it is critical that the disability sector develop 
specific strategies to ensure these families do not continue to slip through the 
cracks of the service system (Hogg, Lucchino, Wang, Janicki, & Working Group, 
2000). The needs and experiences of these families are both common to, and 
different from, those of other older families of individuals with lifelong disability. 
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As a result, generalist approaches will not suffice. Indeed, Bigby (2007a) argued 
that the generic approaches to disability policy and service delivery observed in 
the UK and Australia do not represent the most effective way to meet the 
specific needs of individuals with different diagnoses and therefore different 
needs. There are some signs that, at least in the UK, governments are 
beginning to recognise the importance of differentiated approaches to policy 
reform and service provision in autism. Most notably, in response to the 
National Autistic Society's (2009) "I Exist" campaign, the UK's Department of 
Health has recently appointed a specialist autism advisor to assist in the 
development of a national strategy which will address gaps in service provision 
for adults with autism (Allen, 2008). Included in the government's commitment 
to this strategy is the promise of funding for research into the prevalence of 
adults with autism and the transition needs of adolescents with autism, along 
with attention to professional training in autism (National Autistic Society, 2009). 
This approach appears to be based on the belief that service system-wide 
innovations may represent the most comprehensive and effective way to 
readdress the balance for adults with autism and their families and may ensure 
that service providers across the government and not-for-profit sector are able 
to support their needs in a coordinated and seamless manner. Research on the 
outcomes of such whole-of-system programs in the UK may inform the 
implementation of similar strategies in other countries, such as Australia. 
Yet, in order for innovations in service provision to be effective, older 
parents of people with autism need to be known to, and engaged with, formal 
services. In the current study, many parents reported particularly negative 
experiences with service providers, dating back to the time of diagnosis of their 
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son or daughter with autism. Indeed, it is likely that many parents may have 
withdrawn from services as a result of similar experiences. This surely suggests 
an important first step to improving the service system's response to the needs 
of this unique group of older families. 
Facilitating Engagement in Services That Address Unmet Need 
The results of this study suggest the crucial importance of identifying and 
engaging, or re-engaging, older parents of adults with autism in order to 
establish connections with formal services. By doing so, professionals may 
ensure that these families have access the services they require, not just to 
meet current unmet needs, but also to support planning for future care needs in 
view of parents' specific concerns about how their son or daughter will cope 
with the transition from parental care (Bigby, 2004). Yet, ironically, the majority 
of parents in this study reported that the major barrier to their engagement with 
formal services were factors related to their interactions with formal services. 
These families' personal histories, not the least of which included stories of the 
diagnosis of their offspring which reinforced feelings of blame and guilt, appear 
have had a major bearing on how older parents now engage with formal 
services. Thus, in attempting to engage older families of individuals with autism, 
service providers must keep in mind the personal histories of older families of 
individuals with autism. As highlighted in Chapter 5, blame was a prominent 
feature in the older parents' narratives, particularly those that revolved around 
the diagnosis of their son or daughter with autism. In fact, some older parents 
may need case managers and professional staff to explicitly acknowledge past 
failings of the service system and the resultant effects on these families. Indeed, 
in reflecting on the interviews I held for this study, I feel that my ability to 
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develop connections and rapport with many of the families was, in part, 
achieved by directly encouraging discussion of diagnosis experiences and 
acknowledging the centrality of these experiences to families' current situations. 
Aside from engaging older families in formal services, the results of the 
current study suggest the types of services these families are likely to require. 
In view of the diverse personal costs entailed in parents' individual balancing 
acts described in Chapter 4, and the daily strain they experience, many older 
parents of individuals with autism require respite and accommodation services. 
Indeed, participants whose offspring with autism were living in group homes 
invariably spoke about the 'unlucky ones' who had not received a permanent 
accommodation placement for their adult sons or daughters with autism. For 
example, Gary noted: 
The people who have their sons and daughters in their thirties, the same 
age as Max, at home. They've been at home for all these years. They 
can't get any respite care anymore. I don't know how they live. I don't 
know how they survive. I don't know what they do. 
These participants spoke about accommodation services as a matter of 
life or death. Thus, families believed that accommodation and respite meant the 
very survival of their family unit as a whole as well as of themselves in a literal 
sense, particularly since many reported that their health has been directly 
affected by their caregiving responsibilities. If families continue to experience 
unmet need for respite or accommodation services, it is possible that some will 
resort to relinquishing their informal care roles altogether. Elizabeth, for 
instance, spoke about the option of surrendering her son's care to the state: 
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See, I've been told that is an option that I can have. Oh yeah. That I can 
ring up the centre and say don't bring him home. But they will then take 
him away and I won't have contact with him. To punish me. Isn't that 
lovely? And they say this is a democracy? 
Aside from the emotional toll that relinquishment of care roles to the state 
would have on the families involved, such actions would also increase the 
demand placed on an already strained respite and accommodation service 
system. Recent Australian reports indicate that unmet need for respite and 
accommodation services has increased between 2001 and 2005, and is likely to 
further increase in the future as a result of ageing populations (Australian 
Institute of Health and Welfare, 2007). Thus, the current results suggest the 
necessity of increased funding for respite and accommodation services for the 
families of individuals with autism in order to support these families abilities to 
continue in their current caring roles. Indeed, the opportunity to access respite 
and accommodation services, if wanted and required, may give older parents 
the opportunity to balance their caregiving responsibilities with other roles such 
as a career, a social life, the opportunity to develop relationships, and as Beryl 
said, 'Just to be able to goof off I suppose, just be stupid and just do nothing 
too." Indeed, any intervention must maximise the benefits or gratifications that 
older parents are able to experience in their caregiving in terms of the meanings 
that it may bring to life, without needing to sacrifice other important facets of life. 
Additionally, service providers must ensure services have flexible systems in 
place that allow them to address any difficulties in tolerating changes in routines 
or environments (Parliamentary Office of Science and Technology, 2008, 
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February) so that any benefit the intervention brings older parents is not 
simultaneously countered by major drawbacks. 
Aside from a critical need for respite and accommodation services, older 
parents in this study appear to require support to proactively manage their 
offspring's challenging behaviours. Challenging behaviours appeared to be an 
underlying factor that influenced many narratives of older parents in this study, 
particularly the manner in which parents played out their balancing acts. Indeed, 
challenging behaviours appeared to have a major impact on how parents 
perceived their experience and particularly the relationship between the 
individual with autism and their siblings. Targeted services could provide 
parents with strategies they require so that avoidance coping strategies, which 
in many instances held personal costs for parents, are not the sole approach 
available to these parents. Further, supporting parents' use of proactive 
strategies of managing challenging behaviours may enhance their perceptions 
of the quality of their relationship with their offspring, thereby maximising the 
rewards parents experience in their roles. In turn, families of individuals with 
lifelong disabilities and challenging behaviours have been found to be more 
likely to pursue alternative residential arrangements for their offspring than the 
parents of people without challenging behaviours (Mcintyre et al., 2002). Thus, 
the provision of adequate behaviour services may reap additional long term 
benefits to the disability sector in terms of a decrease in demand for respite and 
accommodation services. 
Ideally, as discussed in Chapter 7, these families would also benefit from 
access to appropriate speech pathology services, given the role of 
communication in many disaster narratives in this study. Further, 
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communication, which is known to influence parents' perceptions of parenting 
stress (EIIo & Donovan, 2005), and which featured as an important source of 
gratification for some parents in the current study, may enhance parents' 
perceptions of reciprocity in their relationships with their offspring. This in turn 
may enhance parents' overall evaluation of the meaning of their caregiving role 
(Grant, 2007). Yet, as highlighted in Chapter 7, older parents may be unlikely to 
see speech pathology as having a place in supporting them with their current 
needs and therefore may not demand for such services. Further, given the fact 
that communication services for adults with lifelong disability are already limited 
(Balandin, 2002a), the results suggest that even if parents are aware of the 
critical role of communication in supporting the overall wellbeing of their son or 
daughter, it is unlikely that, without additional funding, these families will be able 
to access the services they require. 
Yet, simply engaging families in required services is not enough. Formal 
service provision must be complemented by processes that maintain older 
parents' engagement over time. There is also a need to monitor and respond to 
individual families' changing needs across the life course. In doing so, 
intervention strategies can be tailored to match the unique needs of older 
families, and identify when these change occur and what support is needed as 
the individual with autism and his or her parents age. 
Tailored Services 
As we have seen, just as individuals with autism represent a 
heterogeneous group, so too do their parents. Older parents bring with them 
diverse needs, experiences, perceptions of autism, family contexts, and coping 
styles. Thus, services and intervention strategies that represent a good match 
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for the family of one person with autism may not be an adequate fit for another. 
As Elizabeth said when commenting on her son's day program, "It is a good 
program, I've always said. But if it can be flexible. But they've made it one size 
fits all for them, not for the people that need it." 
However, in order to respond flexibly and sensitively to individual needs, 
service providers need to have a keen understanding of older parents' unmet 
need, whether expressed or not. The sort of in-depth, personal knowledge and 
rapport required by professionals to engage older parents in formal services is 
not speedily attained through standardised approaches. Indeed, services that 
are one-off or limited in scope may not provide enough opportunity for older 
parents to tell their stories and for service providers to address the many and 
varied issues they confront. Rather, the type of supportive relationships 
demanded here can only be gained over time (Bigby, 2007b). 
Indeed, my own journey of getting to know these parents illustrates the 
importance of allowing sufficient time for professionals to develop rapport and 
insights into families' situations. I had the opportunity to interview participants 
in-depth over two interviews. Some initial interviews lasted up to three hours in 
length. Further, the unstructured nature of the interviews meant that I had no 
strict agenda to follow with parents, but rather was free to explore topics raised 
by the individual parents themselves. As a result, I was able to collect rich data 
about what mattered most to these parents. I was able to learn about these 
parents and their families, including their most pressing concerns, factors that I 
may not have uncovered in structured, time-limited interviews. Yet, it was only 
in the course of in-depth reflection on parents' stories that I was able to truly get 
to grips with the similarities and differences between the families in this study. 
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Thus, it seems unrealistic to expect that in a relatively short initial intake 
interview case managers or other professionals have sufficient time or 
opportunity to acquire the sort of nuanced information they need to best match 
families to services. Yet, within the current funding environment, many case 
managers face the reality of insufficient resources to meet current demand for 
services (Bigby, 2007a). Aside from the obvious answer of allocating sufficient 
resources to allow services to accomplish their organisational aims properly, 
service providers may need to consider ways in which they can foster stable, 
long term relationships between case managers and families. For instance, it 
may be possible to allocate additional time during early stages of a family's 
engagement with a service to ensure that case managers acquire a solid 
understanding of the families they will support. Initial rapport may be able to be 
maintained by consistent contact over time. If parents have had an opportunity 
to tell their stories, feel heard and acknowledged, and perceive open channels 
of communication with service providers, then service providers may be best 
placed to offer tailored, individualised solutions to family issues. Further, such 
efforts may foster positive interactions with service providers, meaning that 
these parents may not feel they need to battle to get their needs met. By 
promoting long term involvement with service providers, professionals and case 
managers will also be in a better position to develop relationships with older 
parents underscored by professional empathy. Numerous authors have 
highlighted the need for professionals to use active listening when 
communicating with parents and respectfully acknowledge their perspectives 
and experiences (Bigby, 2004; Grant & Ramcharan, 2001). These qualities may 
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reinforce older parents' sense of status and identity, and thus contribute to a 
sense of satisfaction in their current role as caregivers. 
Working With Adults With Autism in the Post-Parental Care Phase 
Finally, in view of parents' acute concerns about the transition of their 
son or daughter with autism from parental care, the present results provide 
important information for formal services that provide post-parental care for 
individuals with autism. It is likely that some of these individuals will enter formal 
services in crisis situations, given the parental reports of the substantial toll of 
caregiving in this study and tendency towards seeing services as replacing 
rather than supporting their caregiving described in Chapter 4. Service 
providers thus need to be aware that adults with autism, in many instances, 
may not be like other individuals with lifelong disability entering care. Of note is 
the fact that many of these individuals have had little access to behaviour 
management or communication services over the years. Instead of dealing with 
symptoms proactively, older parents, in many instances, have attempted to 
manage the symptoms of autism and perform their balancing acts by avoidance 
of situations that may adversely affect the behaviour of their son or daughter 
with autism. As a result, formal services should not be surprised if adults with 
autism entering care experience difficulty with flexibility in routines, above and 
beyond the nature of their disability. Service providers need to remember that 
these individuals may have had years of experiences that have reinforced 
avoidance of behaviours by parental caregivers who had little recourse but to 
act in such ways. Thus, formal services need to be prepared for the reality of 
working with individuals whose behaviours may be difficult to accommodate in 
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residential services. This information also further supports calls for 
communication and behaviour support programs for individuals with autism. 
Future Generations of Older Parents 
The Current Funding Environment 
The older parents in this study on several occasions drew comparisons 
between their own experiences and those of younger parents who now have 
children with autism. Jean, for instance, remarked, 
There are a lot more resources around now for disabled people. I mean I 
can remember when Tom was little there was no hope of getting him into 
a public school system, into the satellite classes that they have now. And 
I often wonder how different he would have been if he'd have had those 
opportunities. I suppose it's a bit stupid thinking like that but I mean, I 
often think had those resources been there, would Tom have had a 
better life? Would we have all had a better life? 
Indeed, it is likely that the narratives of parents of young children with 
autism would differ from the narratives of the older parents in this study. Current 
government policy in many countries has prioritised early intervention and 
family services for children with disabilities. In Australia, for example, early 
intervention for autism has received much attention, with the federal 
government releasing $190 million through the four-year (2008-2012) Helping 
Children With Autism package (Department of Families Housing Community 
Services and Indigenous Affairs, 2009). Under this package, children diagnosed 
with a POD and who are aged up to six years have access to $12,000 of early 
intervention funding, with an additional $2,000 available for families living in 
rural and remote areas. In addition, families have the support of an autism 
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advisor, whose role is to provide advice following diagnosis and information on 
early intervention services from a specialist panel. Additional funding within this 
package is allocated for workshops held nationwide for families of children with 
autism, the development of an ASD website for parents, carers and 
professionals (Raising Children Network, 2009), and the establishment of 150 
playgroups for children with autism across Australia. 
Outside of funds available through the Helping Children With Autism 
package (Department of Families Housing Community Services and Indigenous 
Affairs, 2009), other initiatives implemented by the Australian government 
include the establishment autism-specific child care centres, professional 
development for teachers who work with school aged children with an ASD, and 
information sessions for parents with school aged children on developing 
supportive partnerships with teachers. In addition, under the public health 
scheme, children with an ASD aged under 13 are eligible to receive government 
benefits for diagnosis and assessment services from paediatricians or 
psychiatrists, supported by psychologists, speech pathologists, and/or 
occupational therapists. Children aged under 15 years are also eligible to 
receive up to 20 treatment services in total from psychologists, speech 
pathologists, and occupational therapists following diagnosis. 
Thus, the older parents in this study have reason to believe that the 
current generation of parents of children with autism will face improved 
situations. For instance, many narratives in this study, particularly those 
analysed in Chapter 5, suggested the critical role of diagnosis experiences and 
the enduring effect that such experiences have if they reinforce feelings of guilt 
or blame for parents. The provision of formal support following diagnosis as 
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demonstrated through the Helping Children With Autism package (Department 
of Families Housing Community Services and Indigenous Affairs, 2009) may do 
much to prevent these negative consequences. Further, it is likely that, through 
the early intervention component of this package, families will receive access to 
communication services and behaviour management programs, services that 
were sorely lacking in the narratives of the older parents in this study and may 
contribute to improved outcomes for these younger families. 
Additionally, the older parents in this study often described their attempts 
to understand autism, actively researching the disorder using information 
gleaned from public libraries and the mass media. Yet, at times, reliance on 
these channels, particularly the mass media, yielded information of dubious 
quality. Parents of children with autism today may likewise seek to inform 
themselves about the disorder. With today's access to the internet, current and 
future generations of parents are able to locate much information of various 
quality about autism, including information about intervention strategies, 
prognosis, causes, and the nature of the disorder. Initiatives that provide 
parents of children with autism with credible, reliable information may serve not 
just as an important coping strategy for parents but may shield them from 
developing unrealistic expectations based on sensational stories about autism. 
Inclusion of strategies that specifically target the information needs of parents, 
such as those found in the Helping Children With Autism package (Department 
of Families Housing Community Services and Indigenous Affairs, 2009), appear 
to be a step in the right direction in supporting families of people with autism. 
Thus, the results of this study appear to reinforce numerous strategies 
implemented within current policies related to early intervention for autism. Yet, 
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initiatives such as the Helping Children With Autism package (Department of 
Families Housing Community Services and Indigenous Affairs, 2009) are often 
time-limited as a result of funding constraints. If such gains are to be 
maintained, strategies must continue to be implemented beyond the life of these 
programs to ensure future generations of parents of newly diagnosed children 
are provided the support they need. This may help to ensure that their 
experiences are more positive than many of those recounted by the older 
parents who participated in the present study. In addition, there are many 
families, such as those of adolescents and young adults with autism that do not 
access, and have never had access to, the range of services and interventions 
available in such initiatives. Without attention to policy reform in the disability 
sector for the families of adults with autism, it is possible that future generations 
of older parents will experience many of the same concerns and issues as the 
participants in the current study. Thus, the results of the current study indicate a 
key weakness of the current funding environment, namely, the lack of a lifespan 
perspective in policy development and service provision. 
Need for Support Across the Lifespan 
Current funding practices do not appear to reflect the notion that autism 
is a lifelong disorder (American Psychiatric Association, 2000). As a result, 
there has been little attention to the specific needs of adults with autism and 
their families from a policy and funding perspective. While considerable funding 
is available to support young children with autism, little funding has been 
specifically allocated to address the needs of individuals with autism and their 
families at later life stages. Instead, initiatives for adults with autism are often 
included in generalist approaches to policy development and service provision 
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(Parliamentary Office of Science and Technology, 2008, February) which are 
unlikely to provide case managers the opportunity to develop and implement 
strategies designed to meet individual needs (Bigby, 2007a). 
However, as we have seen, as people with autism and their parents age, 
individuals with autism must inevitably deal with change, particularly in the post-
parental care phase (Bigby, 1996). These changes present major challenges to 
people with autism and the family members who support them. Early 
intervention is unlikely to assist parents in meeting the specific needs of their 
son or daughter with autism 30 or 40 years later. Thus, parents and families of 
individuals with autism need access to ongoing funding and services across the 
lifespan to support the changing needs of their family member with autism as 
well as those of the family as a whole. Further, in order to support changing 
needs, service providers must provide ongoing monitoring of individual with 
autism and their families. Through long term engagement with formal services, 
case managers are best placed to identify when families require additional 
support and to intervene in a timely and sensitive fashion to meet such needs. 
This may include supporting planning for the future care needs of the individual 
with autism and the transition from parental care. 
Planning for the Future 
Despite recognition of the importance of strong informal networks in the 
achievement of positive long term outcomes for individuals with lifelong 
disability (Bigby, 2003), this study revealed that individuals with autism may be 
at risk of having small informal networks and poor relationships with family 
members. Failure to develop resilient informal supports may leave adults with 
autism without the affective support, advocacy, and mediation roles usually 
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fulfilled by members of informal networks (Bigby, 2003). Thus, interventions are 
needed that specifically aim to foster the development of informal networks for 
individuals with autism. As was discussed earlier in this chapter, implementation 
of strategies, such as those employed by Planned Lifetime Advocacy Networks 
(PLAN) (Etmanski, 2000), that directly build the size and quality of informal 
support networks of individuals with lifelong disabilities may prove to be of 
particular value when working with the families of individuals with autism. 
Such programs may also foster relationships between family members, 
particularly the critical relationships between siblings. Indeed, despite 
recognition that relationships between siblings are not always optimal, most 
parents in this study identified a brother or sister as the person most likely to 
assume the role as key person when they are unable to continue in their 
caregiving roles. Thus, services that foster positive relationships between 
siblings at a variety of life stages may help prepare siblings for their future roles 
as overseers of their brother or sister's wellbeing (Dew et al., 2004) and reduce 
the need for formal service utilization (Dew, Balandin et al., 2008). Further, 
support of positive sibling relationships may improve the likelihood of 
succession of the key person role to other siblings if the key sibling becomes 
incapacitated or dies (Bigby, 2000), thus protecting individuals with autism from 
the detrimental effects of weak or nonexistent networks. The results of the 
current study therefore have numerous implications for the type of services 
required by individuals with autism and their families. Yet, the results also 
emphasise the need for attention to the quality of existing services and the 
relationships between professionals and families. 
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Promoting Positive Service Experiences 
The older parents in this study repeatedly highlighted the negative effects 
that an adversarial service system has had on their own experiences. Although 
labels, such as 'refrigerator mothers' are no longer used by professionals, there 
is evidence that battles are still a feature of younger parents' engagement with 
services providers (Woodgate et al., 2008). Thus, even though support services 
are readily available for parents of children with autism, their ability to 
successfully engage in such services may still be compromised by the nature of 
the relationships between parents and service providers. As is true for work with 
older parents, service providers must ensure that supportive relationships built 
on trust are established with parents (Bigby, 2007b). 
Additionally, case managers and other professionals need to be aware of 
the nature of the gratifications and rewards in caring for a son or daughter with 
autism. Past research has drawn attention to the practical as well as emotional 
contributions that a son or daughter with a lifelong disability may make to the 
lives of older parents (Grant et al., 1998). However, the results of the current 
study suggest that the rewards when caring for an individual with autism may be 
qualitatively different to the families of individuals with other disabilities. These 
older parents relied heavily on the use of cognitive coping strategies to support 
them in their caregiving, in particular, managing their perceptions of autism in 
ways that allowed them to maintain positive attitudes towards their son or 
daughter. Indeed, how these parents made sense of autism impacted on how 
they coped. Professionals thus need to understand the meanings that parents 
make of autism in order to tailor support to coping styles. Such knowledge may 
also help professionals ensure that interventions act to maximise the rewards 
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parents experience from their caregiving, in view of the fact that these rewards 
may be different in parental caregiving in autism (Bigby, 2004). 
Training Needs of Professionals 
The fact that caregiving in autism appears to present some unique 
challenges suggests that professionals working with individuals with autism and 
their families require specialised skills. In other words, generic disability training 
may not sufficiently prepare professionals to work effectively with these unique 
families. The current results suggest that, in order to engage these families in 
empathetic relationships based on trust, professionals must be made aware not 
only of the nature of autism as a disability but also of the nature of the family 
experience when caring for an individual with autism. Hearing the personal 
narratives of parents of individuals with autism may do much to improve 
professionals' sensitivity and insight into these families and help overcome any 
tendency to judge or blame parents for actions or beliefs that may not be 
congruent with current thinking (Bigby, 2007b). 
Service providers who work with individuals with autism and their families 
need to be proactive in identifying unmet needs of the individual and family, 
whether expressed or not, and refer appropriately. Indeed, the needs of 
individuals with autism and their families cross a range of sectors, including 
health, community, aged care, employment, education, and welfare. Such 
diverse needs dictate the need for professionals to not only be specialists in 
autism within their particular field, but to have a broad understanding of services 
and interventions available in related fields. In this way, individuals with autism 
and their families are less likely to fall through the gaps of the service system 
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but instead experience a seamless, fully integrated service system that provides 
the services they require in a timely fashion. 
Yet, the current policy environment which favours generic, 
undifferentiated approaches to disability policy development and service 
provision throws doubt on the capacity of professionals to utilise specialised 
knowledge of autism in their interventions (Bigby, 2007b). Indeed, without 
reforms to the policies that underscore how services are provided to families of 
individuals with autism, professionals and case managers may not have the 
flexibility or opportunities required to generate tailored interventions based on a 
keen understanding of autism and the nature of caregiving within these families. 
Study Limitations 
This research was a qualitative study of the lived experiences of older 
parents of adult sons and daughters with autism. The choice of a qualitative 
methodology is appropriate for studies of lived experience (Creswell, 2007) but 
entails inherent limitations. Specifically, broad generalisations from the findings 
should not be made. Indeed, as discussed in Chapter Two, qualitative 
researchers acknowledge that different participants will hold different viewpoints 
or perspectives of the same issue depending on their individual contexts and 
background (Creswell, 2007). Thus, the experience of ageing whilst caring for a 
son or daughter with autism is shaped by variables such as culture, gender, 
socio-economic position, and past experiences. Sixteen parents from 13 
families participated in this study. All parents were from English-speaking, 
Australian or Anglo-Celtic backgrounds. The majority had a long involvement 
with formal services, and were from middle class families. Thus, findings may 
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not readily generalise to parents of offspring with autism from different language 
or cultural backgrounds, birth cohorts, or social class. 
My own lack of previous experience working with older families may have 
contributed to a limitation in this study. I am a speech pathologist and have 
worked with families of children with autism. However, I have had little 
experience working in the adult disability field. As a result, I entered this study 
without a keen understanding of the adult disability service sector or of the 
nature of caregiving in older families of adults with autism. Thus, it is possible 
that this limited my interpretations of the data. In an effort to minimise this, I had 
regular consultation with supervisors who do have a firm grasp of current policy 
directions. In addition, my naivety to some aspects of family caregiving in adult 
autism may have actually supported my ability to enter the study without 
preconceptions, thus assisting me in sensitivity to parents' narratives and the 
meanings they attempted to communicate. 
Finally, the sample size in this study is small (n = 16). Although similar 
sample sizes have been reported in narratives studies of disability issues (e.g., 
Hemsley et al., 2007), I was surprised that I did not receive more requests from 
participants to be involved in the study. The necessity of having a service 
organisation support recruitment may have resulted in some older parents being 
reluctant to participate, particularly if parents believed, despite assurance of 
confidentiality, that any criticisms they made about services may not be kept 
private. Alternatively, it is possible that some parents did not want to share their 
experiences because it may have been too painful to do so. Indeed, even 
though she did participate in the study, Audrey told me that she preferred not to 
read the interview transcript I provided her for this very reason. Thus, other 
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methods of participant selection may provide a larger sample size and thus 
potentially capture a wider range of parents' experiences and perspectives. 
Directions for Future Research 
Future research could incorporate participants with a wider range of 
backgrounds and past involvement with formal services in order to determine 
the influence such factors have on the lived experiences of older parents. This 
information may assist in informing the development of services and policies 
that are sensitive to the specific needs of individuals with autism and their 
families (Hogg et al., 2000). Similarly, comparison of the experiences of older 
parents of different birth cohorts may provide insight into the impact of changes 
in service provision over time, including communication intervention in autism, 
on the lived experience of parents. 
The results of this study highlight additional issues that are worthy of 
further research. For example, actively seeking perspectives on the topic of 
older family caregiving in autism from individuals other than older parents may 
generate important insights into the topic. For instance, in this study, parents 
frequently voiced their expectations that nondisabled siblings would assume the 
primary care of their son or daughter with autism when parents died or were 
incapacitated. Yet, parents also noted that many siblings did not necessarily 
have a positive relationship with their brother or sister with autism. Research 
that involves siblings as participants may provide further appreciation of the 
nature of adult sibling relationships in autism. Further, investigation into the 
nature of transition from parental care in autism, including whether or how 
siblings assume direct care of their brother or sister with autism and their 
perceptions of the experience, may further inform policy and service provision. 
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Similarly, studies that incorporate the perspectives of service providers and 
clinicians would likely provide a point of comparison to older parents' 
perspectives (Todd & Jones, 2002). Inclusion of these voices may yield 
important information on how to best facilitate effective collaborative 
relationships between service professionals and older parents. Finally, use of 
alternative research methodologies in the study of older families of adults with 
autism, both qualitative (e.g. observational studies, focus groups) and 
quantitative, may further substantiate or illuminate the findings of the current 
study and further enhance our understanding of what it is like to be an older 
parent with an adult son or daughter with autism. 
Conclusion 
This qualitative study employed narrative analysis to understand the lived 
experiences and needs of 16 older parents of adults with autism. The personal 
narratives of these older parents provided much detailed, nuanced information, 
not only about what their current life is like, but also offered insight into the 
impact of older parents' previous experiences, how they make sense of autism, 
and why they act the way they do. 
These older families are remarkable in many ways. As parents of the first 
generation of individuals diagnosed with autism in Australia, they have faced 
remarkable experiences. Not only were many of them blamed for their son's or 
daughter's disability in the first place, but these older parents have for many 
years attempted to support the wellbeing of their son or daughter with autism 
while balancing their own needs of a happy and fulfilling life. Life has not always 
been easy for these parents, yet their narratives attest to these parents' 
strength of character in overcoming many challenges, particularly in the ways 
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they derived meaning from their caregiving responsibilities in ways that 
sustained their commitments. 
The unique nature of these older parents' experiences demands 
attention from policy makers and service providers. These parents' narratives 
suggest that the disability service system has, in many cases, failed them. It 
could be argued that since little was known about autism when the sons and 
daughters of these parents were first diagnosed the service system had little 
capacity to provide the quality services that are available to children with autism 
diagnosed today. However, no such excuses are still valid today. Professional 
knowledge about autism is steadily increasing, yet this is not matched by a 
similar consideration of the needs of adults with autism and their families within 
a policy or service provision context. Yet, time is still available to make a 
difference to the lived experiences of the older parents in this study, not to 
mention the generations of parents of individuals with autism to come. 
I mean, they're the prototypes. They're the first lot that have got to this 
age. Where are they going to end up? ... Now when they're older, really, they're 
like all old people I suppose. They're disposable. That's the feeling I get. They 
don't care, you know, is the feeling I get. "What does it matter? We've got all 
these kids to look after. They're the future." Whats their future unless they do 
something now about the others? Those little kids have got no future past, by 
the time they get past what, eighteen? 
- Bev, mother of Paul 
293 
REFERENCES 
Alborz, A. (2003). Transitions: Placing a son or daughter with intellectual 
disability and challenging behaviour in alternative residential provision. 
Journal of Applied Research in Intellectual Disabilities, 16, 75-88. 
Allen, D. (2008). Strategy on autism heralds new era for 'isolated' adults. 
Learning Disability Practice, 11(5), 4. 
Aman, M. G. (2005). Treatment planning for patients with autism spectrum 
disorders. Journal of Clinical Psychiatry, 66(Suppl. 1 0), 38-45. 
American Psychiatric Association. (1994). Diagnostic and statistical manual 
of mental disorders: DSM-IV (4th ed.). Washington, DC: American 
Psychiatric Association. 
American Psychiatric Association. (2000). Diagnostic and statistical manual 
of mental disorders: DSM-IV-TR (4th ed.). Washington, DC: American 
Psychiatric Association. 
Andrews, M., Day Sclater, S., Squire, C., & Tamboukou, M. (2004). Narrative 
research. In C. Seale, G. Gobo, J. F. Gubrium & D. Silverman (Eds.), 
Qualitative Research Practice (pp. 1 09-124). London: Sage. 
Angrosino, M. V. (1989). Documents of interaction: Biography, 
autobiography, and life history in social science perspective. 
Gainesville: University of Florida Press. 
Angrosino, M. V. (1994). On the bus with Vonnie Lee. Journal of 
Contemporary Ethnography, 23, 14-28. 
Antonovsky, A. (1987). Unraveling the mystery of health: How people 
manage stress and stay well. San Francisco: Jossey-Bass. 
294 
Australian Bureau of Statistics. (2003). Disability, ageing and carers: 
Summary of findings. Cat. No. 4430.0. Canberra: Australian Bureau of 
Statistics. 
Australian Institute of Health and Welfare. (2000). Disability and ageing: 
Australian population patterns and implications. Canberra: Australian 
Institute of Health and Welfare. 
Australian Institute of Health and Welfare. (2003). Australia's welfare 2003. 
AIHW Cat. No. AUS-41. Canberra: Australian Institute of Health and 
Welfare. 
Australian Institute of Health and Welfare. (2004). Australia's health 2004. 
AIHW Cat. No. AUS-44. Canberra: Australian Institute of Health and 
Welfare. 
Australian Institute of Health and Welfare. (2007). Current and future demand 
for specialist disability services. AIHW Cat. No. DIS-50. Canberra: 
Australian Institute of Health and Welfare. 
Bailey, A., LeCouteur, A., Gottesman, 1., Bolton, P., Simonoff, E., Yuzda, E., 
et al. (1995). Autism as a strongly genetic disorder: Evidence from a 
British twin study. Psychological Medicine, 25(1 ), 63-78. 
Bailey, A., Palferman, S., Heavey, L., & LeCouteur, A. (1998). Autism: The 
phenotype in relatives. Journal of Autism and Developmental 
Disorders, 28(5), 369-392. 
Baker, B. L., & Blacher, J. (2002). For better or worse? Impact of residential 
placement on families. Mental Retardation, 40, 1-13. 
295 
Balandin, S. (2002a). Communication and older people with lifelong disability: 
A role for speech pathologists? Advances in Speech-Language 
Pathology, 4(2), 109-117. 
Balandin, S. (2002b). Message from the President. ISAAC Bulletin, 67, 2. 
Balandin, S. (2007). The role of the case manager in supporting 
communication. In C. Bigby, C. Fyffe & E. Ozanne (Eds.), Planning 
and support for people with intellectual disabilties: Issues for case 
managers and other professionals (pp. 233-247). London: Jessica 
Kingsley. 
Balandin, S., & Iacono, T. (1999). Crews, wusses and whoppas: Core and 
fringe vocabularies of Australian meal-break conversations in the 
workplace. Augmentative and Alternative Communication, 15(2), 95-
109. 
Ballaban-Gil, K., Rapin, 1., Tuchman, R., & Shinnar, S. (1996). Longitudinal 
examination of the behavioral, language, and social changes in a 
population of adolescents and young adults with autistic disorder. 
Pediatric Neurology, 15(3), 217-223. 
Bauman, M. L., & Kemper, T. L. (2005). Neuroanatomic observations of the 
brain in autism: a review and future directions. International Journal of 
Developmental Neuroscience, 23(2-3), 183-187. 
Beck, A., Hastings, R. P., & Daley, D. (2004). Pro-social behaviour and 
behaviour problems independently predict maternal stress. Journal of 
Intellectual & Developmental Disability, 29(4), 339-349. 
Benson, P. R. (2006). The impact of child symptom severity on depressed 
mood among parents of children with ASD: The mediating role of 
296 
stress proliferation. Journal of Autism & Developmental Disorders, 36, 
685-695. 
Berg-Weger, M., McGartland Rubio, D., & Tebb, S. S. (2001). Strengths-
based practice with family caregivers of the chronically ill: Qualitative 
insights. Families in Society, 82(3), 263-272. 
Bettelheim, B. (1967). The empty fortress: Infantile autism and the birth of the 
self. New York: Free Press. 
Bigby, C. (1996). Transferring responsibility: The nature and effectiveness of 
parental planning for the future of adults with intellectual disability who 
remain at home until mid-life. Journal of Intellectual & Developmental 
Disability, 21(4), 295-312. 
Bigby, C. (1997). Later life for adults with intellectual disability: A time of 
opportunity and vulnerability. Journal of Intellectual & Developmental 
Disability, 22(2), 97-108. 
Bigby, C. (1998). Parental substitutes? The role of siblings in the lives of 
older people with intellectual disability. Journal of Gerontological 
Social Work, 29(1 ), 3-21. 
Bigby, C. (2000). Moving on without parents: Planning, transitions, and 
sources of support for middle-aged and older adults with intellectual 
disability Baltimore: P.H. Brookes. 
Bigby, C. (2002). Ageing people with a lifelong disability: Challenges for the 
aged care and disability sectors. Journal of Intellectual & 
Developmental Disability, 27(4), 231-241. 
Bigby, C. (2003). The evolving informal support networks of older adults with 
intellectual disability. In N. Nolan, U. Lundh, G. Grant & J. Keady 
297 
(Eds.), Partnerships across the caregiving career (pp. 167 -182). 
Maidenhead: Open University Press. 
Bigby, C. (2004). Ageing with a lifelong disability: A guide to practice, 
program, and policy issues for human services. London; New York: 
Jessica Kingsley. 
Bigby, C. (2007a). Case management for people with intellectual disabilities: 
Purpose, tensions and challenges. In C. Bigby, C. Fyffe & E. Ozanne 
(Eds.), Planning and support for people with intellectual disabilities: 
Issues for case managers and other professionals (pp. 29-47). 
London: Jessica Kingsley. 
Bigby, C. (2007b). Issues of middle age and beyond for people with 
intellectual disabilities and their families. In C. Bigby, C. Fyffe & E. 
Ozanne (Eds.), Planning and support for people with intellectual 
disabilities: Issues for case managers and other professionals (pp. 
215-232). London: Jessica Kingsley. 
Bigby, C., & Balandin , S. (2004). Issues in Researching the Aging of People 
with Intellectual Disability. In E. Emerson, C. Hatton, T. Thompson & 
T. A. Parmenter (Eds.), The international handbook of applied 
research in intellectual disabilities (pp. 221-236). Milton, OLD: John 
Wiley & Sons Ltd. 
Billstedt, E., & Gillberg, C. (2005). Autism after adolescence: Population-
based 13- to 22-year follow-up study of 120 individuals with autism 
diagnosed in childhood. Journal of Autism and Developmental 
Disorders, 35(3), 351-360. 
298 
Bleakley, A. (2005). Stories as data, data as stories: Making sense of 
narrative inquiry in clinical education. Medical Education, 39(5), 534-
540. 
Bloomberg, K., & Johnson, H. (1990). A statewide demographic survey of 
people with severe communication impairments. Augmentative and 
Alternative Communication, 6(1 ), 50-60. 
Bondy, A., & Frost, L. (2001). The Picture Exchange Communication System. 
Behavior Modification, 25(5), 725-744. 
Bowen, C. (2005). What is the evidence for oral motor therapy? Acquiring 
Knowledge in Speech, Language and Hearing, 7(3), 144-147. 
Brereton, A. V., & Tonge, B. J. (2002). Autism and related disorders in adults. 
Current Opinion in Psychiatry, 15(5), 483-487. 
Broderick, C. B. (1993). Understanding family process: Basics of family 
systems theory. Newbury Park, CA: Sage Publications. 
Bromley, J., Hare, D. J., Davison, K., & Emerson, E. (2004). Mothers 
supporting children with autistic spectrum disorders: Social support, 
mental health status and satisfaction with services. Autism, 8(4), 409-
423. 
Burns, M. K. (2000). Examining special education labels through attribution 
theory: A potential source for learned helplessness. Ethical Human 
Sciences and Services, 2(1), 101-107. 
Charmaz, K. (1999). Stories of suffering: Subjective tales and research 
narratives. Qualitative Health Research, 9(3), 362-382. 
299 
Clements, J., Rapley, M., & Cummins, R. (1999). On, to, for, with· 
Vulnerable people and the practices of the research community. 
Behavioural and Cognitive Psychotherapy, 27(2), 1 03· 115. 
Coffey, A. (1996). Making sense of qualitative data: Complimentary research 
strategies. Thousand Oaks, CA: Sage Publications, Inc. 
Cortazzi, M. (1993). Narrative analysis. London ; Washington, D.C.: Falmer 
Press. 
Creswell, J. W. (1998). Qualitative inquiry and research design. London: 
Sage Publications, Inc. 
Creswell, J. W. (2007). Qualitative inquiry and research design: Choosing 
among five approaches (2nd ed.). Thousand Oaks: Sage Publications. 
Cuskelly, M. (2006). Parents of adults with an intellectual disability. Family 
Matters, 74, 20-25. 
Danielsson, S., Gillberg, I. C., Billstedt, E., Gillberg, C., & Olsson, I. (2005). 
Epilepsy in young adults with autism: A prospective population-based 
follow-up study of 120 individuals diagnosed in childhood. Epilepsia, 
46(6), 918-923. 
DeGrace, B. W. (2004). The everyday occupation of families with children 
with autism. American Journal of Occupational Therapy, 58(5), 543· 
550. 
Dempsey, 1., & Nankervis, K. (2006). Conceptions of disability. In I. Dempsey 
& K. Nankervis (Eds.), Community disability services: An evidence-
based approach to practice (pp. 3·26). Sydney: UNSW. 
Denzin, N. K. (1989). Interpretive interactionism. London: Sage Publications. 
300 
Department of Families Housing Community Services and Indigenous Affairs. 
(2009). Helping Children with Autism. Retrieved 2nd March, 2009, 
from 
http://www.fahcsia.gov.au/internet/facsinternet.nsf/disabilities/services-
help_child_autism.htm 
Dew, A., Balandin , S., & Llewellyn, G. (2008). Instrumental, social and 
emotional support offered by non-disabled adult siblings to brothers 
and sisters with cerebral palsy, 13th International Association for the 
Scientific Study of Intellectual Disability (/ASS/D) World Congress. 
Cape Town, South Africa. 
Dew, A., Balandin, S., & Llewellyn, G. (2008). The psychosocial impact on 
siblings of people with lifelong physical disability: A review of the 
literature. Journal of Developmental and Physical Disabilities, 20(5), 
485-507. 
Dew, A., Llewellyn, G., & Balandin, S. (2004). Post-parental care: A new 
generation of sibling carers. Journal of Intellectual & Developmental 
Disability, 29, 176-179. 
Duarte, C. S., Bordin, I. A., Yazigi, L., & Mooney, J. (2005). Factors 
associated with stress in mothers of children with autism. Autism, 9(4), 
416-427. 
Elder, J. (1994). Beliefs held by parents of autistic children. Journal of Child 
and Adolescent Psychiatric Nursing, 7(1), 9-16. 
Elliott, J. (2005). Using narrative in social research: Qualitative and 
quantitative approaches. London: Sage Publications. 
301 
Ello, L. M., & Donovan, S. J. (2005). Assessment of the relationship between 
parenting stress and a child's ability to functionally communicate. 
Research on Social Work Practice, 15(6), 531-544. 
Ely, M. (2006). In-forming re-presentations. In D. J. Clandinin (Ed.), 
Handbook of narrative inquiry: Mapping a methodology. (pp. 567-598). 
Thousand Oaks, CA: Sage. 
Ely, M., Anzul, M., Friedman, T., Garner, D., & McCormack-Steinmetz, A. 
(1991). Doing qualitative research: Circles within circles. London: 
Falmer Press. 
Etmanski, A. (2000). A good life: For you and your relative with a disability 
Vancouver, B.C.: Orwell Cove and Planned Lifetime Advocacy 
Network. 
Felce, D., Jones, E., & Lowe, K. (2002). Active support: Planning daily 
activities and support for people with severe mental retardation. In S. 
Holburn & P. Vietze (Eds.), Person-centred planning: Research, 
practice and future directions (pp. 247-269). New York: Paul Brookes. 
Fombonne, E. (2003). Epidemiological surveys of autism and other pervasive 
developmental disorders: An update. Journal of Autism and 
Developmental Disorders, 33(4), 365-382. 
Fox, L., Vaughn, B. J., Wyatte, M. L., & Dunlap, G. (2002). "We can't expect 
other people to understand": Family perspectives on problem 
behavior. Exceptional Children, 68(4), 437-450. 
Fraser, H. (2004). Doing narrative research: Analysing personal stories line 
by line. Qualitative Social Work, 3(2), 179-201. 
302 
Gladwell, N.J., & Bedini, L.A. (2004). In search of lost leisure: The impact of 
caregiving on leisure travel. Tourism Management, 25, 685-693. 
Grant, G. (2007). Invisible contributions in families with children and adults 
with intellectual disabilities. Canadian Journal on Aging, 26(suppl 1 ), 
15-26. 
Grant, G., & Ramcharan, P. (2001 ). Views and experiences of people with 
intellectual disabilities and their families. (2) The family perspective. 
Journal of Applied Research in Intellectual Disabilities, 14(4), 364-380. 
Grant, G., Ramcharan, P., & Flynn, M. (2007). Resilience in families with 
children and adult members with intellectual disabilities: Tracing 
elements of a psycho-social model. Journal of Applied Research in 
Intellectual Disabilities, 20, 563-575. 
Grant, G., Ramcharan, P., McGrath, M., Nolan, M., & Keady, J. (1998). 
Rewards and gratifications among family caregivers: Towards a 
refined model of caring and coping. Journal of Intellectual Disability 
Research, 42(1 ), 58-71. 
Grant, G., & Whittell, B. (2000). Differentiated coping strategies in families 
with children or adults with intellectual disabilities: The relevance of 
gender, family composition and the life span. Journal of Applied 
Research in Intellectual Disabilities, 13, 256-275. 
Gray, D. E. (1995). Lay conceptions of autism: Parents' explanatory models. 
Medical Anthropology, 16, 99-118. 
Gray, D. E. (2002). Ten years on: A longitudinal study of families of children 
with autism. Journal of Intellectual & Developmental Disability, 27(3), 
215-222. 
303 
Gray, D. E. (2003). Gender and coping: The parents of children with high 
functioning autism. Social Science & Medicine, 56(3), 631-642. 
Gray, D. E. (2006). Coping over time: The parents of children with autism. 
Journal of Intellectual Disability Research, 50, 970-976. 
Green, J., & Thorogood, N. (2004). Qualitative methods for health research. 
London: Sage. 
Greenberg, J. S., Seltzer, M. M., & Greenley, J. R. (1993). Aging parents of 
adults with disabilities: The gratifications and frustrations of later-life 
caregiving. Gerontologist, 33(4), 542-550. 
Greenberg, J. S., Seltzer, M. M., Krauss, M. W., Chou, R. J. A., & Hong, J. 
(2004). The effect of quality of the relationship between mothers and 
adult children with schizophrenia, autism, or Down syndrome on 
maternal well-being: The mediating role of optimism. American Journal 
of Orthopsychiatry, 74(1 ), 14-25. 
Griffith, D., & Unger, D. (1994). Views about planning for the future among 
parents and siblings of adults with mental retardation. Family 
Relations, 43, 221-227. 
Gubrium, J. F. (1995). Taking stock. Qualitative Health Research, 5(3), 267-
269. 
Haley, W. E., & Perkins, E. A. (2004). Current status and future directions in 
family caregiving and aging people with intellectual disabilities. Journal 
of Policy and Practice in Intellectual Disabilities, 1(1 ), 24-30. 
Hare, D. J., Pratt, C., Burton, M., Bromley, J., & Emerson, E. (2004). The 
health and social care needs of family carers supporting adults with 
autistic spectrum disorders. Autism, 8(4), 425-444. 
304 
Hayden, M. F., & Heller, T. (1997). Support, problem-solving/coping ability 
and personal burden of younger and older caregivers of adults with 
mental retardation. Mental Retardation, 35(5), 364-372. 
Heller, T., Caldwell, J., & Factor, A. (2007). Aging family caregivers: Policies 
and practices. Mental Retardation and Developmental Disabilities 
Research Reviews, 13, 136-142. 
Heller, T., & Factor, A. (1991 ). Permanency planning for adults with mental-
retardation living with family caregivers. American Journal on Mental 
Retardation, 96(2), 163-176. 
Heller, T., Miller, A. B., & Factor, A. (1997). Adults with mental retardation as 
supports to their parents: Effects on parental caregiving appraisal. 
Mental Retardation, 35(5), 338-346. 
Hemsley, B., & Balandin, S. (2004). Without AAC: The stories of unpaid 
carers of adults with cerebral palsy and complex communication 
needs in hospital. Augmentative and Alternative Communication, 
20(4), 243-258. 
Hemsley, B., Balandin, S., & Togher, L. (2007). Narrative analysis of the 
hospital experience for older parents of people who cannot speak. 
Journal of Aging Studies, 21, 239-254. 
Herbert, M. R., & Kenet, T. (2007). Brain abnormalities in language disorders 
and in autism. Pediatric Clinics of North America, 54(3), 563-583. 
Heron, C. (1998). Working with carers. London: Jessica Kingsley. 
Higgs, J. (1997). The context of qualitative research. In J. Higgs (Ed.), 
Qualitative research: Discourse on methodologies (pp. 2-12). Sydney: 
Hampden Press. 
305 
Higgs, P., & Quirk, F. (2007). "Grey nomads" in Australia: Are they a good 
model for successful aging and health? Annals of the New York 
Academy of Sciences, 1114, 251-257. 
Hogg, J., Lucchino, R., Wang, K., Janicki, M. P., & Working Group. (2000). 
Healthy ageing - Adults with Intellectual Disabilities: Ageing and social 
policy. Geneva, Switzerland: World Health Organization. 
Hollins, S., & Esterhuyzen, A. (1997}. Bereavement and grief in adults with 
learning disabilities. British Journal of Psychiatry, 170, 497-501. 
Holroyd, J., & McArthur, D. (1976). Mental retardation and stress on parents: 
Contrast between Down's syndrome and childhood autism. American 
Journal of Mental Deficiency, 80(4), 431-436. 
Horin, A. (2009, February 19}. Official calls for disabled care levy. Retrieved 
18th March, 2009, from http://www.smh.com.au/national/official-calls-
for-disabled-care-levy-20090218-8bgd. html 
Howlin, P., Goode, S., Hutton, J., & Rutter, M. (2004). Adult outcome for 
children with autism. Journal of Child Psychology and Psychiatry, 
45(2), 212-229. 
Howlin, P., Mawhood, L., & Rutter, M. (2000). Autism and developmental 
receptive language disorder - a follow-up comparison in early adult 
life. II: Social, behavioural, and psychiatric outcomes. Journal of Child 
Psychology and Psychiatry and Allied Disciplines, 41(5}, 561-578. 
lcasiano, F., Hewson, P., Machet, P., Cooper, C., & Marshall, A. (2004). 
Childhood autism spectrum disorder in the Barwon region: A 
community based study. Journal of Paediatrics and Child Health, 
40(12), 696-701. 
306 
James, I. A., Mukaetova-Ladinska, E., Reichelt, F. K., Briel, R., & Scully, A. 
(2006). Diagnosing Aspergers syndrome in the elderly: A series of 
case presentations. International Journal of Geriatric Psychiatry, 
21(10), 951-960. 
Johnson, R. F., O'Reilly, M., & Vostanis, P. (2006). Caring for children with 
learning disabilities who present problem behaviours: A maternal 
perspective. Journal of Child Health Care, 10(3), 188-198. 
Jokinen, N. S. (2006). Family quality of life and older families. Journal of 
Policy and Practice in Intellectual Disabilities, 3(4), 246-252. 
Jones, K. (2004). The turn to a narrative knowing of persons: Minimalist 
passive interviewing technique and team analysis of narrative 
qualitative data. In F. Rapport (Ed.), New qualitative methodologies in 
health and social care research (pp. 35-54). London, New York: 
Routledge. 
Kanner, L. (1943). Autistic disturbances of affective contact. Nervous Child, 
2, 217-250. 
Kersten, P., Mclellan, L., George, S., Mullee, M.A., & Smith, J. A. E. (2001 ). 
Needs of carers of severely disabled people: Are they identified and 
met adequately? Health and Social Care in the Community, 9(4), 235-
243. 
King, G. A., Zwaigenbaum, L., King, S., Baxter, D., Rosenbaum, P., & Bates, 
A. (2006). A qualitative investigation of changes in the belief systems 
of families of children with autism or Down syndrome. Child Care 
Health and Development, 32(3), 353-369. 
307 
Knox, M., Parmenter, T. R., Atkinson, N., & Yazbeck, M. (2000). Family 
control: The views of families who have a child with an intellectual 
disability. Journal of Applied Research in Intellectual Disabilities, 13, 
17-28. 
Krauss, M. W., & Seltzer, M. M. (1993). Coping strategies among older 
mothers of adults with retardation: A life-span developmental 
perspective. In A. P. Turnbull, J. M. Patterson, S. K. Behr, D. L. 
Murphy, J. G. Marquis & M. J. Blue-Banning (Eds.), Cognitive coping, 
families and disability: Participatory research in action in families who 
have a member with developmental disabilities (pp. 173-182). 
Baltimore, MD: Brookes. 
Krauss, M. W., Seltzer, M. M., & Jacobson, H. T. (2005). Adults with autism 
living at home or in non-family settings: Positive and negative aspects 
of residential status. Journal of Intellectual Disability Research, 49, 
111-124. 
Labov, W. (1981). Speech actions and reactions in personal narrative. In D. 
Tannen (Ed.), Analyzing discourse: Text and talk (pp. 219-247). 
Washington, DC: Georgetown University Press. 
Labov, W. (1997). Some further steps in narrative analysis. Journal of 
Narrative and Life History, 7(1-4), 395-415. 
Labov, W., & Waletsky, J. (1967). Narrative analysis: Oral versions of 
personal experience. In J. Helm (Ed.), Essays on the Verbal and 
Visual Arts. Seattle: University of Washington Press. 
308 
Larson, E. (2006). Caregiving and autism: How does children's propensity for 
routinization influence participation in family activities? Otjr-Occupation 
Participation and Health, 26(2), 69-79. 
Lawson, W. (2001 ). Understanding and working with the spectrum of autism: 
An insider's view. London: Jessica Kingsley Publishers. 
Lawson, W. (2003). Build your own life: A self-help guide for individuals with 
Asperger Syndrome. London: Jessica Kingsley Publishers. 
Lazarus, R., & Folkman, S. (1984). Stress, appraisal and coping. New York: 
Springer. 
Lecavalier, L., Leone, S., & Wiltz, J. (2006). The impact of behaviour 
problems on caregiver stress in young people with autism spectrum 
disorders. Journal of Intellectual Disability Research, 50, 172-183. 
Light, J. C., Roberts, B., Dimarco, R., & Greiner, N. (1998). Augmentative 
and alternative communication to support receptive and expressive 
communication for people with autism. Journal of Communication 
Disorders, 31(2), 153-180. 
Lincoln, Y. S., & Guba, E. G. (1985). Naturalistic inquiry. Beverly Hills, CA: 
Sage. 
Llewellyn, G., Gething, L., Kendig, H., & Cant, R. (2004). Older parent 
caregivers' engagement with the service system. American Journal on 
Mental Retardation, 109(5), 379-396. 
Losh, M., Sullivan, P. F., Trembath, D., & Piven, J. (2008). Current 
developments in the genetics of autism: from phenome to genome. 
Journal of Neuropathology and Experimental Neurology, 67(9), 829-
837. 
309 
Lubinski, R. (1997). Perspectives on aging and communication. In R. 
Lubinski & D. J. Higginbotham (Eds.), Communication technologies for 
the elderly (pp. 1-22). San Diego, CA: Singular Publishing Group. 
Mactavish, J. B., MacKay, K. J., Iwasaki, Y., & Betteridge, D. (2007). Family 
caregivers of individuals with intellectual disability: Perspectives on life 
quality and the role of vacations. Journal of Leisure Research, 39(1), 
127-155. 
Maes, B., Broekman, T. G., Dosen, A., & Nauts, J. (2003). Caregiving burden 
of families looking after persons with intellectual disability and 
behavioural or psychiatric problems. Journal of Intellectual Disability 
Research, 47, 447-455. 
Magana, S., & Smith, M. J. (2006). Psychological distress and well-being of 
Latina and non-Latina White mothers of youth and adults with an 
autism spectrum disorder: Cultural attitudes towards coresidence 
status. American Journal of Orthopsychiatry, 76(3), 346-357. 
Mawhood, L., Howlin, P., & Rutter, M. (2000). Autism and developmental 
receptive language disorder - a comparative follow-up in early adult 
life. 1: Cognitive and language outcomes. Journal of Child Psychology 
and Psychiatry and Allied Disciplines, 41(5), 547-559. 
McCance, T.V., McKenna, H. P., & Boore, J. R. P. (2001). Exploring caring 
using narrative methodology: An analysis of the approach. Journal of 
Advanced Nursing, 33(3), 350-356. 
McConkey, R., & McCullough, J. (2006). Holiday breaks for adults with 
intellectual disabilities living with older carers. Journal of Social Work, 
6(1 ), 65-79. 
310 
McFee, G., & Bray, G. (1995). Older people in New South Wales: A profile. 
Sydney: Social Policy Directorate, Australian Bureau of Statistics. 
Mcintyre, L. L., Blacher, J., & Baker, B. L. (2002). Behaviour/mental health 
problems in young adults with intellectual disability: The impact on 
families. Journal of Intellectual Disability Research, 46, 239-249. 
Mercer, L., Creighton, S., Holden, J. J. A., & Lewis, M. E. S. (2006). Parental 
perspectives on the causes of an autism spectrum disorder in their 
children. Journal of Genetic Counseling, 15(1 ), 41-50. 
Mirenda, P. (2003). Toward functional augmentative and alternative 
communication for students with autism: Manual signs, graphic 
symbols, and voice output communication aids. Language Speech 
and Hearing Services in Schools, 34(3), 203-216. 
Mishler, E. G. (1986). Research interviewing: Context and narrative. 
Cambridge, MA: Harvard University Press. 
Muhle, R., Trentacoste, S. V., & Rapin, I. (2004). The genetics of autism. 
Pediatrics, 113(5), e472-486. 
National Autistic Society. (2009). Government makes landmark commitment 
in response to I Exist campaign. Retrieved 15th March, 2009, from 
http://www.autism.org.ukldh 
Neisworth, J. T., & Wolfe, P. S. (2005). The autism encyclopedia. Baltimore, 
MD: Paul H. Brookes. 
Nolan, M., Grant, G., & Keady, J. (1996). Understanding family care: A 
multidimensional model of caring and coping. Buckingham: Open 
University Press. 
311 
North, J. (2006). Better services for people with an autistic spectrum disorder. 
Department of Health. 
Oliver, M. (2004). If I had a hammer: The social model in action. In J. Swain, 
S. French, C. Barnes & C. Thomas (Eds.), Disabling Barriers, 
Enabling Environments (2nd ed.). London: Sage. 
Orsmond, G., Krauss, M., & Seltzer, M. (2004). Peer relationships and social 
and recreational activities among adolescents and adults with autism. 
Journal of Autism and Developmental Disorders, 34(3), 245-256. 
Orsmond, G., & Seltzer, M. (2007). Siblings of individuals with autism or 
Down syndrome: Effects on adult lives. Journal of Intellectual Disability 
Research, 51(9), 682-696. 
Orsmond, G., Seltzer, M., Greenberg, J., & Krauss, M. (2006). Mother-child 
relationship quality among adolescents and adults with autism. 
American Journal on Mental Retardation, 111(2), 121-137. 
Parish, S. L., Seltzer, M. M., Greenberg, J. S., & Floyd, F. (2004). Economic 
implications of caregiving at midlife comparing parents with and 
without children who have developmental disabilities. Mental 
Retardation, 42(6), 413-426. 
Parliamentary Office of Science and Technology. (2008, February). Autism. 
POSTnote, 302, 1-4. 
Payne, G., & Payne, J. (2004). Key concepts in social research. London: 
Sage. 
Polkinghorne, D. (1988). Narrative knowing and the human sciences. Albany: 
State University of New York Press. 
312 
Prosser, H. (1997). The future care plans of older adults with intellectual 
disabilities living at home with family carers. Journal of Applied 
Research in Intellectual Disabilities, 10, 15-32. 
Quill, K. A. (1997). Instructional considerations for young children with 
autism: The rationale for visually cued instruction. Journal of Autism & 
Developmental Disorders, 27(6), 697-714. 
Qureshi, H. (1993). Impact on families: Young adults with learning disability 
who show challenging behaviour. In C. Kiernan (Ed.), Research to 
practice? Implications of research on the challenging behaviour of 
people with learning disability (pp. 27 4-303). Kidderminster: British 
Institute of Learning Disability. 
Raising Children Network. (2009). Children with Autism Spectrum Disorder. 
Retrieved 19th March, 2009, from 
http://raisingchildren.net.au/children_with_autism/children_with_autism 
_landing.html 
Rice, P. L., & Ezzy, D. (2005). Qualitative research methods: A health focus 
(2nd ed.). South Melbourne: Oxford University Press. 
Riessman, C. K. (1993). Narrative analysis. Newbury Park, CA: Sage 
Publications. 
Riessman, C. K. (1997). A short story about long stories. Journal of Narrative 
and Life History, 7(1-4), 155-158. 
Riessman, C. K. (2001). Analysis of personal narratives. In J. F. Gubrium & 
J. A. Holstein (Eds.), Handbook of interview research: Context and 
method (pp. 695-71 0). Thousand Oaks, CA: Sage. 
313 
Riessman, C. K. (2002a). Doing justice: Positioning the interpreter in 
narrative work. In W. Patterson (Ed.), Strategic narrative: New 
perspectives on the power of personal and cultural stories (pp. 193-
214). Lanham: Lexington Books. 
Riessman, C. K. (2002b). Narrative analysis. In A. M. Huberman & M. B. 
Miles (Eds.), The qualitative researcher's companion (pp. 217-270). 
Thousand Oaks, CA: Sage Publications. 
Riessman, C. K. (2004). Narrative analysis. In M. S. Lewis-Beck, A. Bryman 
& T. F. Liao (Eds.), The Sage encyclopedia of social science research 
methods (Vol. 2). Thousand Oaks, CA: Sage Publications. 
Riessman, C. K., & Quinney, L. (2005). Narrative in social work: A critical 
review. Qualitative Social Work, 4(4), 391-412. 
Roberts, J. (2002). Communication, autism, and ageing. Advances in 
Speech-Language Pathology, 4(2), 129-133. 
Robinson, G. (2006). Communication and collaboration. In I. Dempsey & K. 
Nankervis (Eds.), Community disability services: An evidence-based 
approach to practice (pp. 352-389). Sydney: UNSW. 
Rutter, M. (2005). Aetiology of autism: Findings and questions. Journal of 
Intellectual Disability Research, 49(4), 231-238. 
Schlosser, R. W., & Wendt, 0. (2008). Effects of augmentative and 
alternative communication intervention on speech production in 
children with autism: A systematic review. American Journal of 
Speech-Language Pathology, 17(3), 212-230. 
314 
Schuck, L.A., & Bucy, J. E. (1997). Family rituals: Implications for early 
intervention. Topics in Early Childhood Special Education, 17(4), 477-
493. 
Seltzer, M. M., & Krauss, M. W. (1994). Aging parents with co-resident adult 
children: The impact of lifelong caregiving. In M. M. Seltzer, M. W. 
Krauss & M. P. Janicki (Eds.), Life course perspectives on adulthood 
and old age (pp. 3-18). Washington, DC: American Association on 
Mental Retardation. 
Seltzer, M. M., & Krauss, M. W. (2001 ). Quality of life of adults with mental 
retardation/developmental disabilities who live with family. Mental 
Retardation & Developmental Disabilities Research Reviews, 7(2), 
105-114. 
Seltzer, M. M., Krauss, M. W., Orsmond, G. 1., & Vestal, C. (2001). Families 
of adolescents and adults with autism: Uncharted territory. 
International Review of Research in Mental Retardation, 23, 267-294. 
Seltzer, M. M., Krauss, M. W., Shattuck, P. T., Orsmond, G., Swe, A., & Lord, 
C. (2003). The symptoms of autism spectrum disorders in 
adolescence and adulthood. Journal of Autism and Developmental 
Disorders, 33(6), 565-581. 
Seltzer, M. M., Shattuck, P., Abbeduto, L., & Greenberg, J. S. (2004). 
Trajectory of development in adolescents and adults with autism. 
Mental Retardation and Developmental Disabilities Research 
Reviews, 10(4), 234-247. 
Sharpley, C. F., Bitsika, V., & Efremidis, B. (1997). Influence of gender, 
parental health, and perceived expertise of assistance upon stress, 
315 
anxiety, and depression among parents of children with autism. 
Journal of Intellectual & Developmental Disability, 22(1), 19-28. 
Shattuck, P. T., Seltzer, M. M., Greenberg, J. S., Orsmond, G. 1., Bolt, D., 
Kring, S., et al. (2007). Change in autism symptoms and maladaptive 
behaviors in adolescents and adults with an autism spectrum disorder. 
Journal of Autism and Developmental Disorders, 37(9), 1735-1747. 
Sikes, P. (2005). Storying schools: Issues around attempts to create a sense 
of feel and place in narrative research writing. Qualitative Research, 
5(1 ), 79-94. 
Silverman, D. (2006). Interpreting qualitative data: Methods for analyzing talk, 
text and interaction (3rd ed.). London: Sage. 
Sinclair, J. (1993). Don't mourn for us. Retrieved October 3, 2008, from 
www.jimsinclair.org/dontmourn.htm 
Sivberg, B. (2002). Family system and coping behaviors: A comparison 
between parents of children with autistic spectrum disorders and 
parents with non-autistic children. Autism, 6(4), 397-409. 
Smidt, A., Balandin, S., Sigafoos, J., & Reed, V. (2007). A communication 
training programme for residential staff working with adults with 
challenging behaviour: Pilot data on intervention effects. Journal of 
Applied Research in Intellectual Disabilities, 20, 16-29. 
Steyaert, J. G., & De LaMarche, W. (2008). What's new in autism? 
European Journal of Pediatrics, 167, 1091-1101. 
Todd, S., & Jones, S. (2002). "Mum's the word!": Maternal accounts of 
dealings with the professional world. Journal of Applied Research in 
Intellectual Disabilities, 16(3), 229-244. 
316 
Traustadottir, R. (1991). Mothers who care: Gender, disability and family life. 
Journal of Family Issues, 12(2), 211-228. 
Travis, L., Sigman, M., & Ruskin, E. (2001 ). Links between social 
understanding and social behavior in verbally able children with 
autism. Journal of Autism and Developmental Disorders, 31(2), 119-
130. 
Turnbull, A., & Turnbull, H. (1990). Families, professionals, and 
exceptionality: A special partnership. Columbus, OH: Charles E. 
Merrill. 
Williams, J., Higgins, J., & Brayne, C. (2006). Systematic review of 
prevalence studies of autism spectrum disorders. Archives of Disease 
in Childhood, 91,8-15. 
Williams, K., Glasson, E. J., Wray, J., Tuck, M., Helmer, M., Bower, C. 1., et 
al. (2005). Incidence of autism spectrum disorders in children in two 
Australian states. Medical Journal of Australia, 182(3), 1 08-111. 
Woodgate, R. L., Ateah, C., & Secco, L. (2008). Living in a world of our own: 
The experience of parents who have a child with autism. Qualitative 
Health Research, 18(8), 1075-1083. 
World Health Organization. (1992). The ICD-10 classification of mental and 
behavioural disorders. Geneva: WHO. 
Wray, J., & Williams, K. (2007). The prevalence of autism in Australia: Can it 
be established from existing data?: Autism Advisory Board on Autism 
Spectrum Disorders. 
317 
APPENDICES 
Appendix A 
Service provider information sheet. 
Information sheet containing a description of the study. This sheet was provided 
to the manager of adult services at an organisation which assisted with 
recruitment. 
318 
The University of Sydney 
Faculty of Health Sciences 
SCHOOL OF COMMUNICATION SCIENCES AND DISORDERS 
Ageing with autism: Impact on families 
Dear [insert name], 
I would like to invite you to assist in recruitment for a research project that is being conducted by 
Monique Hines as part of a PhD program at the University of Sydney, under the supervision of Dr. 
Susan Balandin. 
What is the purpose of the study? 
This study aims to find out about the experiences and needs of older parents of adults with autism. 
We hope it will further knowledge in the field of autism and improve services to people with autism and 
their families. 
What will participants need to do? 
Participants will be twenty older parents (aged 60+ years) of adults with autism (aged 18+ years). They 
will be interviewed twice by Monique Hines at a time and place convenient to participants. The first 
interview is expected to last up to 2 hours and will give participants an opportunity to tell their story 
about being an older parent of an adult with autism. Interviews may cover issues regarding the impact 
of having an adult with autism in the family on themselves and other family members in the areas of 
finances, work, health, relationships, and so on. In addition, participants will be asked to comment on 
how they see the future for their son or daughter with autism, the services they are currently 
accessing, and the services they anticipate they will need in the future. 
Once the initial interview is analysed, participants will be contacted to arrange a follow-up interview, 
which is expected to last no longer than one hour. At this interview participants will be given an 
opportunity to add additional information and to explore some issues further. 
Within two weeks of the each interview, researchers will arrange to meet with participants to show 
them a transcript of the interview. Participants will be asked to check the transcript for accuracy, and 
to make any changes. 
Interviews will be audiotaped so that they can be analysed closely. These audiotapes will be kept 
confidential, no identifying names will be written on tapes or on transcripts. Transcripts and audiotapes 
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will be kept in a locked cabinet. Written material may be published as a result of this study, but no 
details that could identify participants or the services they access will be revealed. 
When all interviews have been fully analysed, the researchers will give all participants an opportunity 
to attend a focus group to discuss the project's results and outcomes. Participants will also be sent a 
copy of their own story and a summary of the issues raised by all parents of adults with autism. 
How will participants be recruited? 
If you agree to assist in recruitment for this study, you will identify and approach potential participants 
from those involved with [your organisation]. You will provide potential participants with written 
information about the study and a consent form. Potential participants will then contact either yourself 
or Dr Susan Balandin to indicate their willingness to participate, and to return a signed consent form, 
which you will then provide to the researchers. Participants will also be recruited by advertising in the 
quarterly newsletter of [your organisation]. 
Do I have to take part? 
No. You are free to agree or disagree with this request. Even if you agree at this time, you are free to 
withdraw at any time. 
What if I have any further questions or concerns regarding the study? 
If you would like to further discuss your involvement in this study, please contact Dr Susan Balandin, 
School of Communication Sciences and Disorders, The University of Sydney, on (02) 9351 9334. 
We hope you are able to agree to this request and help us with this research. Thank you for 
considering this request. 
Dr Susan Balandin Ms Monique Hines Dr Leanne Tog her 
Any person with concerns or complaints about the conduct of a research 
study can contact the Manager, Ethics Administration, University of Sydney on 
(02) 9351 4811; and [the ethics committee of your organisation). 
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The University of Sydney 
Faculty of Health Sciences 
SCHOOL OF COMMUNICATION SCIENCES AND DISORDERS 
Participant information sheet 
Ageing with autism: Impact on families 
Dear 
I would like to invite you to take part in a research project. This project is being conducted by Ms 
Monique Hines to meet the requirements of the PhD program under the supervision of Dr Susan 
Balandin (ph: 02 9351 9334) of the School of Communication Sciences and Disorders, the University 
of Sydney. You have been approached to participate in this study as an older parent of an adult with 
autism. 
What is the purpose of the study? 
This study aims to find out about the experiences of older parents of adults with autism. We hope it will 
further knowledge in the field of autism and improve services to people with autism and their families. 
However, participation in this study may not be of direct benefit to you or your family. 
What will you need to do? 
Participation will consist of one interview with Monique Hines, lasting up to 2 hours, and a shorter 
follow-up interview, both conducted at a time and place convenient to you. You will have an opportunity 
to tell your story about being an older parent of an adult with autism. First, some brief background 
information will be collected. Then you will be asked questions about your experiences as an older 
parent of an adult with autism. There are no right or wrong answers to these questions, they are there 
to help you tell us about your experiences and you do not have to answer them. Interviews will be 
informal, and you will have the opportunity to talk about other areas that are pertinent to you. 
Questions may include: 
• Tell me about your son or daughter with autism. 
• Where is your son or daughter with autism currently living? 
• What is it like for you as an older parent of an adult with autism? 
• Tell me about your family and your son or daughter's relationship with other family members. 
• What adjustments have you and your family had to make? 
• Having an adult with autism in the family has had what impact on you? Other family members? 
The running of the house? Finances? Work? Health? Social networks and relationships? Leisure 
activities? and so on. 
• What are your main concerns at this time? 
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• Tell me about who or what has provided you with support as a parent of an adult with autism. 
• How do you see the future for your son or daughter with autism? 
• What services are you and your family currently accessing? 
• What services do you anticipate you will need in the future? 
The interviews will be audio taped so that they can be analysed closely. These audiotapes will be kept 
confidential, no identifying names will be written on tapes or on transcripts. Transcripts and audiotapes 
will be kept in a locked cabinet. Written material may be published as a result of this study, but no 
details that could identify you will be revealed. 
Within two weeks of the interview, Monique Hines will arrange to meet with you to show you a 
transcript of your interview. You will be asked to check the transcript for accuracy, and to make any 
changes. You may add additional points or remove information that you do not want recorded. 
Once the initial interview is analysed, you will be contacted to arrange a follow-up interview, which is 
expected to last no longer than one hour. At this interview you will be given an opportunity to add 
additional information and to explore some issues further. 
When all interviews have been fully analysed, the researchers will give all participants an opportunity 
to attend a focus group to discuss the project's results and outcomes. You will also be sent a copy of 
your own story and a summary of the issues raised by all parents of adults with autism. 
How long will the study take? 
Initial interviews are expected to last for about two hours, including a break. The follow-up interview is 
expected to last for no longer than one hour. If you become tired, you can stop as soon as you like. 
You can complete the interview another day at another convenient time. 
What if I become upset or distressed? 
There is a slight chance that a participant may become distressed when discussing the impact of 
having a son or daughter with a disability and their future care needs. If you become distressed during 
an interview, you may request support from Dr Balandin (ph: 02 9351 9334; email: 
S.Balandin@fhs.usyd.edu.au), who is experienced in working with families discussing these issues. If 
she judges that you require additional support, or if you request this, you will be referred to a 
psychologist for ongoing counselling and support. 
What about Confidentiality? 
Any information or personal details gathered in the course of the research will be strictly confidential. 
Access to data will be limited to those persons directly involved in the research (Monique Hines, Susan 
Balandin and Leanne Togher). No information identifying you, your son or daughter with autism, or the 
organisations you receive services from will be released. Results and implications of the study will be 
submitted for publication in journals and presented at conferences or workshops, however, these will 
not include any information identifying individual participants, their families, or the services they 
receive. 
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Do I have to take part? 
No. You are free to agree or disagree with this request. We will only interview you if you agree and 
sign a consent form. Even if you do sign the form, you are free to withdraw from the study at any time 
and request that the tapes be erased. There are no penalties of any kind if you choose to do this. 
Whatever your decision, it will not affect the services you or your family receive. 
What if I have any further questions or concerns regarding my involvement in the study? 
If you would like to withdraw from the study, or if you want to discuss your involvement, please contact 
Dr Susan Balandin, School of Communication Sciences and Disorders, The University of Sydney, on 
(02) 9351 9334. 
We hope you are able to agree to this request and help us with this research. Thank you for 
considering this request. 
Dr Susan Balandin Ms Monique Hines Dr Leanne Togher 
Any person with concerns or complaints about the conduct of a research 
study can contact the Manager, Ethics Administration, University of Sydney on 
(02) 9351 4811. 
The ethical aspects of this study have been approved by [disability 
organisation] and the University of Sydney Ethics Review Committee. If you 
have any complaints or reservations about any ethical aspect of your 
participation in this research, you may contact [ethics committee of disability 
organisation]. Any complaint you make will be treated in confidence and 
investigated, and you will be informed of the outcome. 
Page 3 of 3 
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The University of Sydney 
Faculty of Health Sciences 
SCHOOL OF COMMUNICATION SCIENCES AND DISORDERS 
PARTICIPANT CONSENT FORM 
I, ..................................................................... , give consent to my participation in 
the research project: Ageing with autism: Impact on families. 
In giving my consent I acknowledge that: 
1. The procedures required for the project and the time involved have been 
explained to me, and any questions I have about the project have been 
answered to my satisfaction. 
2. I have read the Participant Information Sheet and have been given the 
opportunity to discuss the information and my involvement in the project with 
the researchers. 
3. I understand that I can withdraw from the study at any time, without prejudice 
to my relationship with the researchers now or in the future. 
4. I understand that my involvement is strictly confidential and no information 
about me will be used in any way that reveals my identity. 
5. I agree that research data gathered from the results of the study may be 
published provided that no details that could identify me or my family will be 
revealed. 
6. I understand that if I have any questions relating to my participation in this 
research, I may contact Dr Susan Balandin on (02) 9351 9334. 
7. I have been given a copy of this form to keep. 
Participant's name Investigator's name 
Participant's signature Investigator's signature 
Date Date 
Page 1 of 1 
School of Communication Sciences and Disorders, Cumberland Campus 
PO Box 170 (East Street). Lidcombe NSW Australia 1825- Phone (02) 9351 9334 - Fax (02) 9351 9173 
International Phone 61+ 2 + 9351 9334 International Fax 61+ 2 + 9351 9173 
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Appendix D 
Advertisement for research project. 
The following text formed an advertisement for recruitment, placed in the 
quarterly newsletter and website of the organisation which supported 
recruitment. 
Research project -
Ageing with autism: Impact on families 
If you are a parent of an adult with autism, and are aged 60 years or above, you 
are invited to participate in a research project about the impact on families of 
caring for an adult with autism. 
The purpose of the study is to find out about the experiences and needs of older 
parents of adults with autism so that future services and policies can be 
developed to best meet the needs of families of adults with autism. 
Participation will consist of one interview lasting up to 2 hours, and a shorter 
follow-up interview, both conducted at a time and place convenient to 
participants. The interviews will be informal and will give participants an 
opportunity to tell their story about their experiences in being an older parent of 
an adult with autism. Interviews will be audiotaped so that the talk can be 
analysed closely. However, audiotapes will be kept confidential, and no details 
that could identify participants or their families will be revealed. Participation is 
voluntary, and participants are free to withdraw from the study at any time 
without penalty. 
This project is being conducted by Monique Hines, under the supervision of Dr 
Susan Balandin, as part of a PhD at University of Sydney. It has been approved 
by the University of Sydney Ethics and the [service provider's ethics committee]. 
If you are interested in participating in this research project, or would like to find 
out more about the study, please contact Dr Susan Balandin on (02) 9351 9934 
or email S.Balandin@fhs.usyd.edu.au. 
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Appendix E 
Description of participants in this study. 
Pseudonym 
Pseudonym Marital Residential 
and age of Offspring's birth 
and age of status of status of 
son/daughter order in family 
parentis parentis son/daughter 
with autism 
Youngest of two 
Rose (60) Simon (38) Divorced Group home 
siblings 
Gary (61) and Oldest of three 
Max (36) Married Group home 
Christine (58) siblings 
Oldest of two 
Bev (70) Paul (39) Married Group home 
siblings 
Youngest of two 
Louise (82) Steven (41) Married Group home 
siblings 
Youngest of two 
Jean (68) Tom (42) Married Group home 
siblings 
Third sibling of five; 
(two additional 
Sylvia (68) Melanie (44) Widowed Co-resident younger siblings 
deceased in 
childhood) 
Living Youngest of two 
Bronwyn (67) Ben (37) Divorced 
independently siblings 
Audrey (60) Andrew (37) Divorced Group home Sole offspring 
Second sibling of 
Elizabeth (61) Mark (36) Married Co-resident three, youngest 
sibling deceased 
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Barry (60) and Oldest of three 
Matthew (31) Married Group home 
Jane (58) siblings 
Youngest of four 
Beryl (79) Luke (43) Widowed Co-resident siblings, including a 
twin 
Youngest of two 
John (71) and 
Divorced, siblings; plus four 
Thelma (67), Darren (39) Group home 
remarried younger step-
(stepmother) 
siblings 
Youngest of three 
Divorced, 
Ron (75) Victor (42) Group home siblings, plus one 
remarried 
younger half-sibling 
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Appendix F 
Topic guide. 
Questions in this topic guide below were used to direct in-depth interviews. 
List of Topics in Interview Guide for Research Project: 
Ageing with Autism: Impact on families 
The following list of topics may be used to explore certain areas that may be 
pertinent to older parents of adults with autism: 
• Tell me about your son or daughter with autism. 
• Where is your son or daughter with autism currently living? 
• Tell me about your experiences as an older parent of an adult with autism? 
• Tell me about your family. 
• Tell me about your son's or daughter's relationship with other family 
members. 
• What adjustments have you and your family had to make? 
• Having an adult with autism in the family has had what impact on 
- parents? 
- other family members? 
- running of the house? 
- finances? 
- work? 
- health? 
- social networks and relationships? 
- leisure and recreation? 
- residence? 
- and so on 
• What are your main concerns at this time? 
• Tell me about who or what has provided you with support you as a parent of 
an adult with autism. 
• How do you see the future for your son or daughter with autism? 
• What services are you and your family currently accessing? 
• What services do you anticipate you will need in the future? 
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Appendix G 
List of questions that emerged from interviews. 
The following questions were frequently used in many interviews as a result of 
the open-ended nature of the interviews. These questions reflect the emerging 
topics and themes of interviews. However, as with the questions from the topic 
guide in Appendix F, not all questions were asked in all interviews or asked in 
the same way, but instead arose in response to the information provided by 
each participant. 
Diagnosis 
• How did you find out that your son/daughter had autism? 
• How did you feel when you were told that your son/daughter had autism? 
• Had you heard much about autism before your son/daughter was 
diagnosed? 
• Is there anyone else in your family that you know who has autism? 
Communication and speech pathology 
• How does your son/daughter communicate? 
• Does your son/daughter use words and sentences to communicate? Visuals 
or pictures? Sign language? 
• How do you communicate with your son/daughter? Do you use signs, 
visuals, or pictures with your son/daughter? 
• What is it like communicating with your son/daughter? 
• Has your son/daughter ever seen a speech pathologist? 
• How did you find out about speech pathology services? 
Daily lived experiences 
• What is it like having your son/daughter home from their group home on 
weekends? 
• Tell me about what the typical day/weekend is when he/she is at home. 
• Does your son/daughter have difficulty with changes in routine? How does 
that affect you? 
• Does your son/daughter display any challenging behaviours? How do they 
affect you? 
• What is it like being out in public with your son/daughter? 
• Has the growing community awareness about autism had any affect on your 
experience? How? 
• How has your son/daughter cope with the death of a close relative? 
• How are things different for you now as an older parent, compared to when 
you were younger? 
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Service experiences 
• How long has your son/daughter been in a group home? 
• How did you get a group home placement for your son/daughter? 
• How have you found communicating with staff at your son's/daughter's 
group home or with government disability departments? 
• How does it affect your son/daughter when the new staff work with them? 
How does that affect you? 
• How did you find out about different support services that could help you? 
The future 
• If you are not able to continue doing things that you already do for your 
son/daughter, who do you anticipate would do that work? 
• Have you have any specific plans for what would happen if you were no 
longer able to do what you do for your son/daughter? 
• Have you ever talked about who would take over doing what you do? 
• Have you discussed the future care of your son/daughter with autism with 
your other sons or daughters? 
• Have you had any support from formal services in planning for the future? 
• What are your plans for retirement? How do you see retirement when you 
get there? 
The family 
• What different roles do you and different members of the family have in 
caring for your son/daughter? 
• How does your son/daughter get on with all his siblings? 
• Do your other adult sons or daughters have much to do with their 
brother/sister with autism? 
• Have you found that having a brother/sister with autism has had an impact 
on your other sons or daughters? 
• How have you managed to stay together as a married couple through these 
challenges? 
Coping 
• How have you been able to cope with the challenges that you have faced? 
• What practical actions have you taken to cope with these challenges? 
• What have you done on an emotional level to cope with these challenges? 
• What do you think would be the most important factor for you in terms of 
helping you cope with how things are? 
• Has depression been something that you have experienced? 
• What is the most challenging aspect of being the older parent of someone 
with autism? 
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Appendix H 
Rules for transcription. 
1. The tape will be transcribed exactly word-for-word fromo the interview (not 
paraphrased), with the exception of identifying information. 
2. Repetitions of words will be included. 
3. Fillers (ah, mm, er,oh) will be typed orthographically. Prolongations of these or 
any other vocalisations will not be represented in any way. 
4. Numbers will be typed as nouns. 
5. Contractions that are used by a participant will be typed as such (e.g., can't, 
won't). Colloquial substitutions (e.g., gonna, g'day) will be typed as such. 
6. Swear words will be fully transcribed. 
7. The final transcription will be checked with the word processing program's 
spell check facility. 
8. If part of a communication segment is unintelligible, no attempt will be made to 
transcribe that segment and the whole segment will be omitted from the 
transcription. 
9. Pseudonyms will be used instead of the name of the participant, the name of 
the son or daughter with autism and other family members mentioned. 
10. Speakers in the dialogue will be identified by M for the researcher and the 
pseudonym for the participant. 
11. Brackets [ ] are used for 
a. Describing when identifying information of person or place has been 
removed and replaced with an appropriate alternative description 
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b. Indicating expression by laughter, crying, sighing or other non-verbal 
means of expression 
c. Describing an action used with the text. 
d. Describing overlapping talk. This was particularly in cases where a 
married couple were interviewed together. The interrupting speaker's 
speech was indicated inside brackets within the dialogue of the other 
speaker. 
12. Quotation marks signify dialogue reported by the narrator. Often, this has 
been inferred from the context. 
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Appendix I 
Special interest Research Group in Aging and Intellectual Disabilities Young 
Researcher Fellowship Award, August 2008. Awarded for paper presentation: 
Gender and the meaning of parenting an adult with autism. Paper presented at 
131h International Association for the Scientific Study of Intellectual Disability 
(lASS/D) World Congress, Cape Town, South Africa. Abstract appears in 
Journal of Intellectual Disability Research, 52(8-9), 715-715. 
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International Association for the.·.··. 
Scientific Study Intellectual Disabilities 
Special Interest Research Group. in · ·• . · 
Aging and Intellectual Disabilities 
. Young Researcher Fellowship Award 
Monique Hines 
"Gender and the Meaning of Parenting an Adult with. 
Autism" 
Appendix J 
Publications. 
This appendix contains copies of peer-reviewed published abstracts and 
extended papers in international, national and state conference proceedings. 
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Faculty of Health Sciences 
Dean's 
Research 
Seminars 
Wednesday 11th May, 2005 
Delivering Better HealthCare 
• The University of Sydney 
Chronlo ttln ... •nd Peroelved Control 
Anne Hillman 
School of Occupation and Leisure Sciences, Faculty of Health Sciences, 
University of Sydney. 
Major studies have demonstrated that self perceived satisfactory performance of 
significant roles has a major impact upon survival and wellbeing' 2• This study 
uses the construct of role to investigate the everyday experiences of people with 
Parkinson's disease and their partners, by exploring the impact the disease has 
upon their sense of personal meaning in daily life. It seeks to identify and explore 
the sense of perceived control reported by participants and the strategies they 
employ to maintain that sense of control. 
People with Parkinson's disease and their partners were interviewed in depth. 
Data analysis led to the development of two conceptual models that closely 
interact - a 'blueprint' and a 'cycle' of perceived control. Together, they suggest 
the cognitive processes undertaken by the participants to maintain an acceptable 
level of perceived control in their daily lives. Using these models it may be 
possible to identify cognitive barriers that intervene in this process. 
The blueprint is seen as the guide the person uses to interpret barriers and 
develop strategies that are relevant to a personal sense of meaning. The purpose 
of the blueprint is to protect and develop the person's essential perceptions of self 
identity and contextual 'fit'. Stepping away from this blueprint in dealing with 
barriers was difficult for participants. The cycle of perceived control describes the 
cognitive processes being used to deal with barriers to personally meaningful 
occupational performance by developing strategies that allow for the restoration 
of a sense of control. 
Participants used their blueprint at every stage of the cycle of control to inform 
themselves about the personal relevance of the problem and the strategies that 
would be most likely to fit their personal needs. These two models, if supported by 
further research, may allow us to gain a deeper understanding of the processes 
involved in maintaining a satisfactory sense of perceived control. 
1. Glass, T. A. , et al (1999). British Medical Journal, 319, 478-483. 
2. Krause, N., & Shaw, B. A. (2000). Psychology and Aging, 15(4), 617·626. 
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Monlque Hen.e and t!lu-n Ba._nd"'n 
School of Communication Sciences and Disorders, Faculty of Health Sciences. 
Umversity of Sydney 
Survival into old age is now a reality for many people with lifelong disabilities. 
Coupled with de-institutionalisation of people with lifelong disabilities, a 
significant number of families are now living with and caring for a family member 
with a lifelong disability. Almost 1% of the population is affected by autism, yet 
very little Is known about the Impact of having an adult family member with 
autism on other family members, who are themselves ageing and must plan for 
future care. Increased rates of identification of autism spectrum disorders in 
recent years have resulted in an increased demand for services for people with 
autism, which can be expected to intensify in future years as people with autism 
age and their older parents become unable to continue providing care. 
Consequently, there is a critical need to identify families' needs, which could 
potentially inform service development for adults with autism and their fam11ies 
The present study is in its preliminary stage. The aims of the study are to 
investigate the impact of having an adult family member with autism on unpaid 
carers and to explore plans for the future care for the family member with 
autism. In-depth interviews will be held with older parents, siblings of adults with 
autism, and service providers to discuss their experiences of living or working 
with an adult with autism. A narrative methodology will be used to identify the 
key themes and issues relevant to families of adults with autism. Such an 
approach is consistent with a growing appreciation by researchers of the 
importance of focusing on carers' lived experiences 
The results of this study will be used to inform future policy development and 
service provision for unpaid carers of adults with autism. 
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AGEING WITH AUTISM: IMPACT ON FAMILIES 
Monique Hines and Susan Balandin 
School of Communication Sciences and Disorders, Faculty of Health Sciences, The University of Sydney 
Abstract 
Australia's ageing population includes an increasing number of ageing carers, who may become unable to 
continue providing care to their adult sons or daughters with a disability. However, despite the fact that 
autism is not considered a rare disorder, little information is available on the impact of having an adult 
family member with autism. Additionally, demand for services for adults with autism is expected to grow 
as rates of diagnosis of autism spectrum disorders increase. Therefore, it is crucial that the experiences of 
ageing parents of adults with autism be addressed now. This will help ensure appropriate services and 
policies are in place to meet these families' needs and prevent a future care crisis. In this paper the potential 
benefits of a narrative methodology in understanding the impact of ageing with autism on families is 
discussed. Narrative methodology can facilitate an understanding of the lived experiences of ageing parents 
of adults with autism, and the meanings they attach to these. The stories of parents of adults with autism 
will shed light on future development of services and policies. 
Research question 
Adults with autism frequently require ongoing support in everyday activities and many display challenging 
behaviours (Billstedt & Gillberg, 2005; Howlin, Goode, Hutton, & Rutter, 2004; Howlin, Mawhood, & 
Rutter, 2000; Seltzer, Shattuck, Abbeduto, & Greenberg, 2004). Consequently, families caring for adults 
with autism are at risk of high caregiving burden. Living with a family member who has autism requires 
many families to make significant adjustments in their daily lives in order to accommodate the needs of the 
person with autism (Gray, 2002; Hare, Pratt, Burton, Bromley, & Emerson, 2004). In addition, parents may 
be concerned about the future of their son or daughter when they die or are no longer able to provide care 
(Hemsley & Balandin, 2004). Despite an increase in the number of people identified with autism, scant 
attention has been paid to the families of adults with autism, and the impact of caring for an adult with 
autism on the family. 
The aims of this study are to gain an understanding of the experiences and needs of older parents of adults 
with autism. This will assist in informing future policy and service development. The research questions 
are: 
• What are the experiences of older parents of adults with autism? 
• What are their expectations of future care for their son or daughter? 
• What services and policies are needed to meet these expectations? 
Methods 
Qualitative methodologies are well-suited to studies of lived experience. Such approaches allow researchers 
to explore what happens to individuals during their life and how they make sense of, and attach meanings 
to their life experiences (Liamputtong & Ezzy, 2005). Hence, this study will draw on qualitative methods, 
specifically narrative analysis, to explore the Jived experiences of ageing parents of adults with autism. 
Narrative analysis is suited to studying the lives of those whose experiences depart from nonnative 
expectations (Angrosino, 1989, 1994; Creswell, 1998). Thus it is an appropriate method for exploring the 
experiences of ageing parents of adults with autism, who often experience variations to the typical family 
life course (Seltzer & Krauss, 2001). Further, narrative analysis offers a method of capturing the "richness 
and complexity of human lives" (Liamputtong & Ezzy, 2005 p. 128), a major goal of those seeking to 
understand the lifelong impact on family members of adults with autism (Krauss, Seltzer, & Jacobson, 
2005). Narrative analysis can be used to consider the narrative itself as the unit of analysis, rather than 
fragmenting the narrative into smaller components (Jones, 2004; Liamputtong & Ezzy, 2005). As a result, it 
offers a way of understanding an individual's role, such as that of a carer, to be understood in the context of 
the individual's entire life history. 
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Participants 
Twenty participants will be recruited for this study. Participants will be older parents (aged 60 years and 
over) of adults (aged 18 years and over) with autism. 
Procedure 
In-depth interviews will be conducted with all participants, who will be encouraged to speak about their 
experiences as an older parent of an adult with autism. Interviews will adopt a conversational style, 
exploring the experiences, needs and expectations of older parents of adults with autism and their 
perceptions of their experiences. Questions asked will not be standard across all interviews, but will arise in 
response to information gathered in the interview, in keeping with qualitative conventions. 
The interviews will be audiotaped and transcribed verbatim in narrative format into the NVivo® computer 
software program. Each participant will be shown a transcript of the interview. The participant will be 
given the opportunity to check the accuracy of the information included in the transcript, to add comments 
and make changes or corrections to the transcript. Following this, the completed transcript will be analysed. 
A second interview will be conducted to check the accuracy of the investigator's interpretations and to 
explore any additional issues that are pertinent. This second interview will be analysed in the same manner 
as the first. 
Analvsis 
Interviews will be analysed individually, and as a group. Narratives will be analysed structurally (Labov, 
1997) and according to story content by considering the story plots described by participants. 
Interviews will then be analysed as a group, with themes and phenomena described by participants 
compared and contrasted across the group. An overarching story summarising the experiences and issues 
for parents of adults with autism will then be developed. This will facilitate an interpretation of the 
meaning ofthe interviews and the implications for service and policy development. 
Summary 
Given the ageing population of many Western countries, along with increases in the diagnosis of autism 
spectrum disorders, an increase in future demand for services for adults with autism and their families is 
expected. As a result, it is critical that policy makers and service providers gain an understanding of the 
impact on families of caring for an adult family member with autism in order to ensure policies and 
services are developed and in place before families experience a care crisis. 
Narrative analysis is proposed as a valuable approach to gaining a rich description of the lived experiences 
ageing parents of adults with autism, and the needs and issues confronted by them. Such information will 
inform future policy development and service provision within the disability and aged care sectors, and will 
facilitate a better quality of life for older parents and their sons and daughters with autism. 
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3L4 
STORIES FROM PARENTS OF ADULTS WITH AUTISM 
Hines M, Balandin S 
Australia's population is ageing. This is reflected in a growing 
number of adults with disabilities. As parents of adults with 
autism age, they may become increasingly unable to continue 
providing care to their adult sons or daughters with a disability. 
Despite the fact that autism is not considered a rare disorder, 
little is known about the impact on older parents of having an 
adult son or daughter with autism. Additionally, rates of 
diagnosis of autism spectrum disorders are increasing. Given 
these factors, a substantial increase in demand for services for 
adults with autism and their families is expected. Therefore, it is 
crucial that a thorough understanding is gained of the 
experiences and needs of ageing parents of adults with autism. 
Narrative analysis has the potential to provide a rich 
description of the lived experiences of ageing parents of adults 
with autism, and the issues they confront. In this paper, 
narrative methodology is presented as a useful approach to 
addressing the gaps in the research concerning adults with 
autism and the subsequent impact on families. Such 
information may facilitate the future planning of policies and 
services. 
3L5 
CUNICAL EDUCATION MODELS IN SPEECH PATHOLOGY 
Menz L, Uncoln M, TogherL 
University professional preparation programs in speech 
pathology are facing increasing challenges to the provision of 
clinical education. Programs are responding to these 
challenges through developing and adopting alternative 
supervision models to suit their curriculum and students' 
needs. Whilst it is known that alternative models are being 
used, little empirical information about these models is 
available. This paper will present the research plan for two 
studies investigating clinical education models used within 
speech pathology. The first study presented will utilise an on-
line survey designed to collect information about clinical 
education models used by speech pathology professional 
preparation programs within Australia and Internationally. The 
aim of the study is to identify innovative models being used and 
the influences on the selection and adoption of these models. 
The second study presented will be a control trial of three 
models of clinical education implemented with speech 
pathology students in school settings. The aim of the study is to 
measure and compare growth in students' clinical competency 
across the models, as well as to compare satisfaction with the 
models from the perspectives of students, clinical educators 
and schools. 
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3L6 
SEEING THE SINGING VOICE - THE EFFECT OF 
DIFFERENT VISUAL DISPLAYS IN REAL-TIME VISUAL 
FEEDBACK FOR SINGING TRAINING 
Wilson P, LeeK, Callaghan J, Thorpe C W 
'How am I going?' Is the frequently-expressed need of learners 
of all new neuromuscular skills, such as singing The aim of the 
study was to determine if participants could use the visual 
display to improve the pitch accuracy of their singing and to 
determine which mode of feedback was most effective. Forty 
five participants were randomly assigned to 1 of 3 groups. Two 
groups received real-time visual feedback (VFB) using either a 
pitch grid display (Group A) or a dynamic keyboard display 
(Group B) enabling them to monitor the accuracy of their 
singing. The third group (control group) received no visual 
feedback. Pitch accuracy was assessed before, during and 
after the training by acoustic measurement. Results showed 
that participants who received visual feedback by either mode 
significantly improved their pitch accuracy after training, while 
control group participants did not. 
4E1 
A REVIEW OF EVIDENCE ABOUT THE ASSOCIATION 
BETWEEN THE PHYSICAL ENVIRONMENT AND 
POPULATION PARTICIPATION IN PHYSICALACTIVITY 
Gebel K, Bauman A 
This literature review provides a scientific update of current 
research findings and evidence to support the associations 
between the physical environment and physical activity. The 
aim was to identify reviews that were published since 2000. In 
addition, studies that were not included in the identified 
reviews, and studies that have been published after the 
reviews were included in the present paper. A search of the 
published literature was conducted using electronic data bases 
from the fields of public health, social geography, transport and 
urban planning. Eleven reviews were identified. These 
summarised a total of more than 1 00 different original studies 
that were mostly published between the early 1990s and today. 
Also, 15 original studies, which were not included in the 
reviews, were identified. The reviews and the original studies 
found similar associations between the built environment and 
physical activity. There were reasonably consistent 
associations between physical activity and high population 
density, mixed land use, street connectivity and accessibility of 
physical activity facilities. Some studies also pointed out cycle 
and pedestrian safety, safe, well lit areas and aesthetic 
features as correlates of physical activity. Apart from a few 
longitudinal studies, most of the analyses were cross-
sectional, hence not necessarily causal. Therefore, in the 
future more prospective studies are needed to build up the 
evidence. 
L 
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n will focus on :he oenefits of using 
signing to enhance communication be-
parents and their !Jab1es. Recently there 
a surge of interest in using signing with 
and young ch :ldren, not just those with 
needs. Alo"lg .•/th this growing inter-
has also been some controversy. This 
l!entation will craw on previous research as 
as reporting on findings from pilot studies 
out in 2005 wh1ch have highlighted some 
ising be'lef'ts. Some clips of fam11ies using 
at hone w•th their babies will be shown to 
the information given. 
10am - 12.30pm I Mmi-Sem1nar I Level: 
·oductory I R. 8 
ucing and Interpreting 
bot Sequences: the Impact 
Language Development 
cha Trudeau & Ann Sutton, Centre de 
rche de I'Hopital Sainte-Justine & Univer-
Je Montreal; Canada 
Morford, University of New Mexico, United 
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ie de Broeck, Centre de recherche de 
ital Sainte-Justine & Universite de Man-
; Canada 
anuelle Dagenais, Share Soc1ety, Van-
er, Canada 
-Marie Pauze, Universite de Montreal; 
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nique Vallee, Centre de recherche de 
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session will illustrate how language devel-
nt may impact the way in which people 
oach graphic symbol communication. We 
'eport on the performance of 147 partici-
~ (including 27 AAC users) at different lev-
~f language development on tasks requiring 
ruction or interpretation of graphic sym-
sequences. We will discuss what our find-
may mean m relation to the demands of 
ic modality and how clinicians should take 
uage skil ls into consideration when work-
llith AAC users. 
.DOam - 12.30pm I Mini-Seminar I Level: 
·-nediate I R. 111 
Open 9.00am - S.OOpm 
Speaking with the Eyes 
Birgit Seelen, Birger Bergmann, Odense, 
Denmark 
A film adressed to people with Motor Neurone 
Disease (MND), their family, friends, assistants, 
professionals and the education system. Living 
with MND requires a wide range of communica-
tive tools. A letter board is an important tool 
that can be used in any context and therefore 
makes it possible to communicate regardless 
of practical circumstances. We have maked a 
film about how Birger Bergmann jeppesen, who 
has MND and only can use his eyes to commu-
nicate, use the letter board in every day com-
munication. 
ll.OOam- 11.4Sam I Videotape- DVD I Lev-
el: Introductory I R. 4bc 
Development of Indian Picture 
Symbols for Communication 
Sayomdeb Mukherjee, Indian Institute of 
Cerebral Palsy, Kolkata, India 
11.00am - 11.45am I Traditional Platform I 
R. 01 
Parents of Adults with Autism: 
Stories of their AAC Experiences 
Monique Hines, Susan Balandin, leanne 
Togher, Un1versity of Sydney, Australia 
Little is known about the impact of having an 
adult family member with autism who uses 
AAC. Yet, demand for services for adults with 
autism and their families is expected to in-
crease, as parents age and become unable to 
continue providing care . In this presentation, 
narrative analysis will be presented as a useful 
approach to exploring the needs, experiences 
and expectations of older parents of adults with 
autism. Case study data from a large qualita-
tive study Will be included to provide insights 
into what it means to be an older parent of an 
adult with autism who uses AAC. 
' 
11.00am - 11.45am I Traditional Platform I j 
Level: Introductory I R. 110 } 
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Session 4 
ll.OOam - 12.30pm 
Communication Bridges- Duesseldorf, July 29'"- AugustS'" 2006 
Parents of adults with autism: Stories of their 
AAC experiences 
Monique Hines, University of Sydney, Australia 
Susan Balandin, University of Sydney, Australia 
Leanne Togher, University of Sydney, Australia 
Keywords: Older-age adults, Parent and family issues, Research, Service delivery 
Communication difficulties is one of the thee core deficits that characterise autism spec-
trum disorders (American Psychiatric Association, 2000). Further, many people with au-
tism experience complex communication needs, where natural speech alone is not suffi-
cient to meet their communication needs, consequently they rely on augmentative and 
alternative communication (AAC) to support their communication (Light, Roberts, Di-
marco, & Greiner, 1998). 
Recently there has been an increased focus in AAC research on the importance of consid-
ering the perspectives and lived experiences of both people who use AAC and their fami-
lies (Goldbart & Marshall, 2004; Hemsley & Balandin 2004). Such research may incorpo-
rate qualitative methods, which are well-suited to studies of lived experience. Qualitative 
approaches allow researchers to investigate how individuals make sense of, and attach 
meanings to their life experiences (Liamputtong & Ezzy, 2005). This information has the 
potential to help researchers understand the impact on families of caring for an adult who 
has autism and uses AAC. This information can in turn be used to ensure that policies 
and services are developed to meet the specific needs of adults with autism who use AAC 
and their families. 
However, research to date has focused on the experiences of parents of children who use 
AAC, rather than the experiences of parents of adults. Although the experiences of par-
ents of children with autism have received attention, there is scant information the im-
pact of a life of caregiving on family members of adults with autism (Brereton & Tonge, 
2002; Seltzer, Shattuck, Abbeduto, & Greenberg, 2004). Consequently, very little is 
known about the impact of having an adult family member with autism who uses AAC. 
There a critical need to gain a thorough understanding of the experience of being a parent 
of an adult with autism. Current rates of diagnosis of autism spectrum disorders are in-
creasing (Icasiano, Hewson, Machet, Cooper, & Marshall, 2004). Further, the populations 
of many Western countries, including Australia, are ageing (Australian Institute of Health 
and Welfare, 2004). This will result in an increased number of adults with disabilities living 
to old age, and a greater number of ageing carers, who are themselves ageing. As these 
parents age they may be unable to continue providing care (Australian Institute of Health 
and Welfare, 2003). Consequently, it is important to develop an understanding of the ex-
periences and needs of families of adults with autism who use AAC in order to prevent a 
care crisis (Australian Institute of Health and Welfare, 2003; Bigby & Balandin 2004). 
In this presentation the use of narrative analysis will be presented as a useful approach 
to exploring the experiences, needs and future expectations of older parents of adults 
with autism. Narrative analysis offers a method of capturing the "richness and complexity 
of human lives" (Liamputtong & Ezzy, 2005 p. 128). Data gathered from a large qualita-
tive study utilising narrative analysis will be included as case studies. The results of these 
case studies will provide an insight into the impact of having an adult family member 
with autism and complex communication needs, and what this means to an older parent 
who provides care. 
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The past, present and future: Perspectives of older parents of adults with 
autism 
M Hines·, S Balandin#S and L Togber"S 
School of Communication Sciences and Disorders, Faculty of Health Sciences, University of 
Sydney 
Introduction 
Most research in the field of autism has so far focused on its manifestation in children and early intervention. 
However. autism is a lifelong disability. and the increased life expectancy of people with lifelong disability is 
expected to lead to a growth in demand for services for adults with autism. Little is known about adults with 
autism. or of the impact of caring for an adult with autism on their ageing parents. The aim of this study is to 
gam a thorough understanding of the experiences and needs of older parents of adults with autism. 
Method 
Older parents (aged 60 years and over) of an adult with autism (aged 18 years and over) participated in the 
study. Parents who lived with their son or daughter in the family borne, as well as those who no longer lived with 
their son or daughter with autism were eligible to participate. During in-depth interviews, participants spoke 
about their experiences as an older parent of an adult with autism. These interviews were audiotaped and 
nnscribed for later transcription and analysis. Narrative analysis was employed to explore the Jived experiences 
of older parents of adults with autism. Consistent with this approach, narratives within interview transcripts were 
identtfied and analysed structurally and according to story content by considering the story plots described by 
partic1pants. Comparing and contrasting the story plots and themes described by participants facilitated an 
interpretation of the meaning of the interviews and provided a picture of what it is like to be an older parent of an 
adult with autism. 
Results 
The stories described by participants revealed a number of common themes. Parents tended to adopt a 
positive outlook, minimising the impact on their own lives and recognising that things could be worse. Yet, 
parents felt that they had a ongoing responsibility for their son or daughter's welfare and were active advocates. 
Parents described difficult encounters or "battles" with service providers, including group home staff, 
management and department representatives. Poor communication with service providers was highlighted as a 
key factor which leads to frustrating interactions and disillusionment with the service system. 
Parents described warm feelings towards their son or daughter with autism. However, they were keenly 
aware of the stigma attached to being the parent of someone with a disability. Parents expressed persistent 
feelings of guilt and embarrassment, often due to the unusual or challenging behaviours displayed by their son or 
daughter with autism. 
Parents described the difficult. even traumatic experiences related to their sons or daughter's sensitivity to 
changes m daily routines. As a result, parents avoided changes to their son or daughter' s routines to regulate 
1beir behaviour, even at considerable cost to parents. In particular, all parents described their social lives as 
~mented, as they conform to the routines which they believe their adult son or daughter needs. Parents 
~ppeared unaware of alternatives ways to manage changes in routines, including appropriate intervention 
sttategies. 
When discussing the future, parents frequently expressed the expectation that their other children would 
oversee the health and well being of their son or daughter with autism if they died or became unable to provide 
are. Yet these parents did not expect their other children to have the same personal. direct role with their son 
rith autism. Parents expressed concerns about their son or daughter's transition from parental care, and 
highlighted the need for programs to address this issue well in advance. 
Discussion 
The results indicate that having an adult son or daughter with autism has an enduring influence on the lives of 
lbeirparents, even when parents no longer live with son or daughter with autism. Implications for policy 
development and service provision include the need to promote effective collaboration and communication 
iletween service providers and older parents. In addition, attention to provision of intervention services for adults 
rith aut1sm is required in order to ensure older parents are equipped with the ski lls to manage challenging 
liehaviours and changes to daily routines effectively, and to prepare adults with autism for transition from 
parental care. Such measures would ensure a better quality oflife, both for adults with autism and their older 
;parents and prevent a future care crisis. 
This study offers a rich description of the lived experiences of older parents of adults with autism and insight 
into the impact of having an adult son or daughter with autism. This information has the potential to inform 
current clinical and research perspectives and practices within the disability field. This, in tum, can ensure that 
serv1ces meet the specific needs of people with autism and their families and prevent future care crises. Further 
research is required to determine how these results can be used to guide future service provision and policy 
development. 
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Adults, Autism and AAC: Lessons for Speech Pathology 
Monique Hines, Susan Balandin and Leanne Togher 
The University of Sydney 
In-depth interviews were held with older parents, aged 60 years and over, who had an adult 
son or daughter with an autism spectrum disorder (ASD). Parents described their interactions 
111th professionals and service providers. as well as their communication experiences with 
their adult son or daughter with autism. Despite recognition by professionals of the 
importance of managing communication difficulties in people with autism, interviews 
revealed that parents' understanding of communication and use of AAC interventions were 
limited. In this paper, the communication issues raised by parents will be explored. This will 
provide insights into these parents' perceptions of communication. Implications and lessons 
for the speech pathology profession will also be discussed. 
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The Baden-Powell Scout Centre at 
Pennant Hills is situated on 30 hectares 
of beautiful bushland just one kilometre 
from Pennant Hills Railway Station. 
The Centre is easily accessible by 
vehicle from Pennant Hills Road or the 
Comenarra Parkway via Pomona Street. 
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PENNANT HILLS NSW 2120 
Ph: (02) 9484 2278 
Fax: (02) 9980 6709 
http:/ /www.bpsc.com .au/ 
Research and what's new Autism spectrum disorders CommunlcaUun Adults, adolescents and autism 
9:00am Registration itea and coffee) 
9:45am 
11am 
Welcome by Peter Werner, Board Chair and Adrian Ford, CEO· "Celebrating Our Past and Creating Our future· 
Morn1ng tea 
I 1:30am 
lpm 
Aspect's Senior Management Team: 'Six Degrees of Separation Makes One Aspect" 
Lunch 
2pm 2007 Biennial Conference Papers 
3pm 
1) The assessment of ASD in Australia-a step towards national guidelines Vicki Gibbs 
2) Recipe for Success"' Katherine Schmidhofer 
3) Communicat•ng Openly, Honestly and Generously Adrian ford 
4) Translating Individual Adult Goals into Meamngful Activities 
in an Unstructured Environment Karen Jones 
Choir Jane Cotter 
3:3o- 2007 Biennial Conference Papers continued 
4
=
30pm 5) Meamngful Work 1n the Commumty for Adults w1th ASD Karen Janes 
6) "Someone to turn to-.,.. Poulme Hunter-Knight 
7) Where Are They Now? A Preliminary Study to Evaluate the long-Term Outcomes of 
Students w•th Autism Graduatmg from the Aspect Satellite Class Program Elaine Keane 
8) Outcomes of Aspect's ComprehenSIVe Appro<>ch Dr Trevor Clark 
Chair· Jane Cotter 
Introduction to ASD 
liz Murray, Principal, Hunter 
School for Children With AutiSm 
Chair: Mark Durie 
Communication, Communication, 
Communication! 
Afternoon tea 
Positive Behaviour Support: 
Behavioural Momentum 
and a practical guide to 
functional assessment 
Dr Jenmfer Stephenson, Special 
Education Centre, Macquarie Umvers1ty 
Chair: Dr Mark Clayton 
Working with Families 
Sarah Moore, Coordinator, 
learning and Development 
Chalf: Adrian Ford 
Planned Lifetime Advocacy 
Network (PLAN) 
Dr Mark Clayton, Dlfector, Employment 
& Commumty Participation 
Chatr Catherme Thomson 
Autism Spectrum Disorders 
In the Courts 
Anthony Warren, Director. 
Outreach and Consultancy 
Chair: Eltzabeth Godek 
Superannuation 
------
Superannuation-why 
you need to act 
Genesys Wealth Adv1sors 
Chair · Sophia Pratt 
(Repeat) Superannuation-
why you need to act 
Genesys Wealth Adv•sors 
Chair: Saphta Pratt 
5:'f5-
8:30pm 
Conference Dinner and entertainment~ Relax after a day of thinking and talkmg with comic. writer and performer Dave Bloustien who's joining us at the Aspect Staff Conference as 
our guest because he likes the clever end of humour Then sit back and graze with your colleagues from across Aspect at our first ever Conference Dinnerl 
9am 
11am 
Research and new developments 
Medication 
Dr Natalie Silove, The Children's Hospital at Westmead 
Chair: Rebecca Sutherland 
11 :30am What Is the SCERTS model? 
lpm 
Julie Hook, Manager, Project Development 
Choir: Dr Trevor Clark 
··- ----. 
2pm New and current research in ASD 
3pm 
Elaine Keane, Research Officer 
Chair; Dr Trevor Clark 
ASO and staff wellbeing Communication 
Registration (tea and coffee) 
EPAC-Salary packaging 
Sensory Processing In ASD SURVIVOR ASPECT 
Tanya Braham, Occupational 
Therapist, Outreach & Consultancy 
Chaff Giovanni Gulli 
Team buolding through physical 
activity-bring raincoat if overcast 
(Numbers l1m1ted. preference 
g1ven to admin staff) 
Chatr: Megan Ptckenng and 
Stephame Phtllt(JS ___; 
Mormng tea 
Introduction to ASO Communication SURVIVOR ASPECT continued 
Steve Davies, Speech Pathologist. 
Education & Research 
Chair: Rowena Perritt 
Work-Life Balance seminar 
Healthworks 
Chatr: Karen Williams 
Lunch 
Developing your social interaction 
skills spomored by de Bartoli Wines 
Rosemary Cottrell, 
Director, Fundraising 
Chair: Kylie Usher 
Summary of the Conference by Aspect's Patron, John Doyle 
Chaff: Ad nan Ford 
rlnua 
Adults, adolescents and autism 
Ageing and Disability 
Dr Sue Ballandin, Senior lecturer in 
Communication, University of Sydney 
Chair: Dr Mark Gayton 
Autism and Ageing 
Monique Hines. (Doctoral 
dissertation) University of Sydney 
Chair: Dr Mark Gayton 
Success for Boys Update 
School staff report on 
progress of proJect 
Chair: Julie Hook 
Teams 
al Staff In High School base classes 
Team Leader: Rebecca Jervis 
b) Staff In High School 
satellite classes 
Team Leader: Paull<l'lly 
a) Staff In Early Intervention, 
preschool-Year 2 base classes 
Team leader; Robin Hawkes 
b) Staff in K-2 satellite classes 
Team Leader: lynie Can1llas 
c) Staff in Year 3-6 satellite classes 
Team leader: Sheridan Kerr 
Proceedings 
of the 
Biennial 
Pittsburgh Employment Conference 
for Augmented Communicators 
PEC@ 2007 
August 3-5, 2007 
Sheraton Hotel 
Station Square 
Pittsburgh, Pennsylvania 
USA 
Editors: 
Peter J. Formica 
Steve Osgood 
Robert Conti 
Graphics: 
Mark A. Zucco 
Conference Chair: 
Bruce R. Baker 
Conference Coordinators: 
Carolyn Micher 
Linda Boeltz 
SHOUT PRESS 
--· 
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Their Communication and Employment Stories 
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Introduction 
Disability Initiative 
Faculty of Health Sciences 
The University of Sydney 
Sydney, Australia 
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Financial security is a key factor in the realization of healthy, active ageing (Australian 
Institute of Health and Welfare, 2003). This is also true for the growing number of ageing 
parent carers, who may experience negative financial impacts as a result of their 
caregiving responsibilities (Parish, Seltzer, Greenberg, & Floyd, 2004). Further, 
appropriate employment opportunities are fundamental to the achievement of quality of 
life for many individuals with lifelong disabilities (Balandin & Iacono, 1998). The 
available evidence suggests that the majority of adults with autism continue to display 
symptoms that affect their ability to lead independent lives. (Bowlin, Goode, Hutton, & 
Rutter, 2004). Yet, despite acknowledgement that autism is a lifelong disability (Brereton 
& Tonge, 2002) and reports of increases in the rate of diagnosis (Fombonne, 2003), little 
is known about the role of employment in the lives of older parents of adults with autism, 
and the impact that their caregiving has on their employment, financial status and 
retirement. 
The aim of this study was to gain an understanding of the employment experiences of 
older parents and their sons and daughters with autism. Such information can be used to 
inform future service and policy development within the field of autism, but may also 
have implications for the ageing parent carers of people with other lifelong disabilities. 
Methodology 
In-depth interviews were held with fourteen older parents, including three married 
couples of adult sons with autism. Participants included eight parents whose son lived in 
a group home, two parents who continued to live with their adult son at home, and one 
parent who supported a son who lived independently. Participants were encouraged to 
speak about their experiences as an older parent of an adult with autism, and include 
topics such as the effects on employment and finances and concerns about the future care 
of the adult family member with autism. 
Transcripts were then analyzed using narrative analysis. Stories within interview 
transcripts were identified and analyzed structurally and according to story plots 
described by the participants. Comparing and contrasting the story plots and themes 
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described by different participants facilitated an interpretation of the meaning of the 
interviews and provided a picture of what it is like to be an older parent of an adult with 
autism. 
Results 
Employment stories of sons with autism 
Parents stories indicated a strong belief that employment, whether paid or through day 
programs, was central to their concept of quality of life for their son. Indeed, many 
parents ranked employment alongside accommodation and financial security as the 
factors that contributed to happy, fulfilling lives for their sons, both now and as their sons 
age. 
Further, many parents indicated that appropriate employment was a mechanism by which 
other goals for their sons could be reached. For instance, some parents indicated that the 
structured nature of certain work environments reinforced appropriate behaviour and 
social expectations. For other parents, employment opportunities gave their sons an 
opportunity to learn new skills and highlighted to parents their sons' learning potential. 
Such knowledge gave these parents reason to have a positive outlook for the future. 
A strong belief in the importance of employment lead many parents to have an ongoing 
role in supporting their sons' employment. For some parents, this involved providing 
transport for their son to the workplace or day program, seeking more appropriate 
employment opportunities, and keeping in constant contact with disability support 
workers to ensure that their sons received the required support in the workplace. At times, 
this support role was accomplished at personal cost. For example, supporting a son in 
areas such as employment limited some parents' opportunities to pursue their own 
interests and hobbies. One mother sarcastically remarked: "But in between this and trying 
to get a centre and a program. I'm enjoying my golden years. " 
Parents also described how their son's symptoms created difficulties in maintaining 
employment. For example, challenging behaviours, such as physical aggression were 
identified as key issues which affected some individuals' ability to hold a steady job. 
Others spoke of sensory sensitivities, such as sensitivity to heat, which affected their 
sons' ability to work outdoors in the sun. Such challenges often created considerable 
stress for parents. Yet, despite such challenges, parents described positive work 
experiences for their sons. Some adults with autism had managed to secure paid 
employment in publicly advertised positions, worked in areas of personal interest, and 
had access to the employment support that they required. 
Employment stories of older parents of adults with autism 
Aside from the challenges of supporting their sons' employment, parents also described 
the role their own employment played in their life. Most parents worked either in paid 
employment or as volunteers in retirement, often for disability organizations. Some 
Pittsburgh Employment Conference for Augmented Communicators Pittsburgh, PA August, 2007 © SHOUT2007 
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parents saw involvement in these activities as "therapeutic", as they distracted them from 
their personal concerns and thus helped them to avoid becoming depressed. For parents 
employed in disability organizations, employment was also a source of support in their 
caring roles. These parents were able to access information on autism and informal 
support from other professionals. Thus, the parents' stories underscore the importance of 
employment in the lives of older parents of adults with disabilities. 
Yet, parents also described the challenges they faced in juggling the dual roles of 
caregiver and employee. Some parents explained that they required employment that 
supported their ongoing care roles. For example, parents required flexible work 
arrangements, such as being able to bring their sons to work during holiday periods. Such 
adjustments reflected the sacrifices many parents had made when their sons were 
younger. Many parents reported being unable to pursue careers earlier in life as a result of 
their caregiving roles. For one mother in particular, such sacrifices meant she had lost the 
opportunity to gain financial security for herself as she approached retirement. On the 
other hand, another mother considered postponing her retirement from a successful 
personal business in order to ensure she had sufficient funds to support the future care of 
her son. 
Indeed, whilst many parents held typical hopes for retirement, such as travel, the stories 
of parents who had retired indicated that their retirement experiences were not normative. 
Indeed, parents' enduring involvement in supporting their sons extended into their 
retirement years. This commitment affected some parents' ability to pursue their goals for 
retirement. One father commented on being unable to take holidays due to his son's need 
for stable routines. He said: "It's not too bad .. We've got the caravan. I'd like to do the 
trip around Australia. Everybody else does it. You can't do that." 
Conclusion 
These older parents' employment stories draw attention to their perceptions of the value 
of employment for adults with lifelong disabilities, including autism. Indeed, despite the 
challenges that the symptoms of autism may pose for securing constant employment, the 
findings of this study indicate that adults with autism are able to engage in positive 
employment experiences. 
However, having an adult son or a daughter with autism appears to have major 
implications for parents' employment. Older parents continue to play major roles in the 
support of their adult sons and daughters with autism. In addition, parents report that their 
caregiving commitments affect their work life as they attempt to fulfill their caregiving 
role whilst at the same time being employees. These caregiving roles frequently continue 
into retirement, even though older parents may feel that as a result they are unable to 
pursue their plans for retirement. Further, research indicates that parents of adults with 
autism may experience social isolation, particularly if their son or daughter displays 
challenging behaviours (Fox, Vaughn, Wyatte, & Dunlap, 2002). As a result, older 
parents' may face barriers to the attainment of successful healthy ageing, which depends 
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on financial security as well as social connectedness (Australian Institute of Health and 
Welfare, 2003). 
Employment is central to the attainment of quality of life for adults with lifelong 
disabilities (Balandin & Iacono, 1998). Further, the current findings indicate that 
employment may also play a role in supporting older parents in their caregiving roles. 
Thus, services need to develop strategies that support people with autism to remain in 
employment, as well as their parents to remain active participants in employment, 
whether paid or voluntary. 
50 
Further, in this study we did not canvas the perspectives of the adult with autism. Indeed, 
adult sons and daughters with a lifelong disability may experience anxiety, guilty or other 
negative emotions if they are aware of the difficulties their older parents face in 
supporting them, including the impact on their older parents' retirement plans. 
Investigation of such perspectives could prove useful in understanding the nature of 
ageing with a lifelong disability, and may inform professional practice so as to maximize 
the quality of life, not only for the older parents, but also for the individual with a lifelong 
disability. 
References 
Australian Institute of Health and Welfare. (2003). Australia's welfare 2003. AIHW Cat. 
No. AUS-41. Canberra: Australian Institute of Health and Welfare. 
Balandin, S., & Iacono, T. (1998). Topics of meal break conversations. Augmentative and 
Alternative Communication, 14(3), 131-146. 
Brereton, A. V., & Tonge, B. J. (2002). Autism and related disorders in adults. Current 
Opinion in Psychiatry. 15( 5), 483-487. 
Fombonne, E. (2003). Epidemiological surveys of autism and other pervasive 
developmental disorders: An update. Journal of Autism and Developmental 
Disorders, 33(4), 365-382. 
Fox, L., Vaughn, B. J., Wyatte, M. L., & Dunlap, G. (2002). "We can't expect other 
people to understand": Family perspectives on problem behavior. Exceptional 
Children, 68(4), 437-450. 
How lin, P., Goode, S., Hutton, J., & Rutter, M. (2004). Adult outcome for children with 
autism. Journal of Child Psychology and Psychiatry, 45(2), 212-229. 
Parish, S. L., Seltzer, M. M., Greenberg, J. S., & Floyd, F. (2004). Economic implications 
of care giving at midlife comparing parents with and without children who have 
developmental disabilities. Mental Retardation, 42(6), 413-426. 
Pittsburgh Employment Conference for Augmented Communicators Pittsburgh, PA August, 2007 © SHOUT2007 
LOO~ .IaqlDaAON ~-1 
---.,. -~-. •r--------~ .. 
' 
SPEECH PATHOLOGY IN THE LIVES OF ADULTS WITH AUTISM 
Monique Hines, Susan Balandin, and Leanne Tog her 
Disability and Community, Faculty of Health Sciences, University of Sydney 
Introduction: 
Speech pathology within the field of autism has undergone substantial changes and 
developments over the past 25 years. However, although autism is a lifelong disability, most 
research to date has focused on children with autism. As a result, little is known about the 
role of speech pathology in the lives of adults with autism. Demand for communication 
services for adults with autism is expected to increase in the future as Australia's population 
ages. Therefore, consideration of the perspectives of older parents of adults with autism 
could be valuable in guiding provision of such services. 
Methods: 
In-depth interviews were conducted with older parents, aged 60 years and over, who had an 
adult son or daughter with autism. Parents were encouraged to speak about their 
experiences, including interactions with service providers, and communication with their son 
or daughter with autism. A narrative approach was used to analyse interviews. Stories 
contained within the interviews were identified and analysed structurally and according to 
story content by considering story plots described by participants. Ethical approval was 
received from the University of Sydney Human Research Ethics Committee and the 
Research and Ethics Review Committee of Autism Spectrum Australia (Aspect). 
Results: 
Parents' stories indicated that speech pathology services were rarely being accessed by 
these families. Yet many parents identified experiences where communication has broken 
down. Further, parents who received speech pathology services described these as valuable 
and supporting quality of life for their sons or daughters with autism. Parents' stories indicated 
a lack of understanding about both the nature of communication in autism and the potential of 
speech pathology in supporting the communication of their sons or daughters with autism. 
Parents' personal histories revealed possible explanations for this failure to engage in 
services such as speech pathology. For example, many parents described a history of 
negative service experiences, particularly during the early stages of their child's diagnosis. In 
addition, parents' stories suggested access barriers to speech pathology services for adults 
with autism. 
Discussion: 
Despite recognition of the importance of supporting communication of people with autism, 
interviews revealed that parents' understanding of communication and speech pathology 
interventions was limited. Results suggest the critical need to provide information and 
education to older parents on the nature of communication in autism and the value of speech 
pathology. Further, services need to ensure that the families of adults with autism, as well as 
the families of children with autism, have access to required services, including speech 
pathology and the value of interventions, such as augmentative and alternative 
communication. Further, consideration of the personal histories of the families of adults with 
autism may assist speech pathologists to engage these parents in services and promoting 
open communication, which is essential in order for any effective intervention. 
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Symposium: Parents of children with autistic spectrum disorders 
Gender and the meaning of parenting an adult with autism 
M. Hines (mhin022S@usyd.edu.au)*, S. Balandin & L. Togher 
*Ufliversity of Sydney, Sydney, Australia 
Aim: To gain an understanding of the lived experiences and needs of 
older parents of adults with autism. Method: In-depth interviews 
were conducted with sixteen older parents (four fathers and twelve 
mothers) aged 6o years and older of thirteen adults with autism. A 
narrative approach was used to analyse interviews. lntervie\.vs were 
then analysed as a group, with themes and phenomena described by 
participants compared and contrasted across the group, particularly 
between mothers and fathers. Results: The findings indicated gender 
differences in older parents' current care roles, division of labour and 
their experiences of retirement. Such gender differences were fre-
quently an extension of, and influenced by similar differences evident 
in their experiences as younger parents. Differences and commonali-
ties between the meanings mothers' and fathers' attach to their experi-
ences as an older parent of someone with autism are presented. 
Conclusion: Being a parent of an adult son or daughter with autism 
appears to be a gendered phenomenon. The implications of gender 
differences in parenting roles and coping strategies between the sexes 
are explored, particularly in relation to lessons for policy and service 
development. 
Parental aspirations of adolescents with autistic spectrum 
disorders 
K. K. Poon (Kenneth.poon@nie.edu.sg)* 
*Nati..mal Institute of EducatUm, Singapore 637616 
Aim: Although there is a strong focus on the development of early 
intervention services for people with autism spectrum disorders, 
many require services throughout their lifespan. This study sought to 
understand parental aspirations of adolescents with autism spectrum 
disorders receiving education in specialized settings. Method: Ten 
caregivers of adolescents with autism spectrum disorders were inter-
viewed to collect information regarding aspirations pertaining to 
employment, living arrangement, and community access. Results: 
The transcripts of the interviews were analysed qualitatively and 
emerging themes were discussed and interpreted within the socio-
cultural context of Singapore where these interviews were conducted. 
Conclusion: There is a need for service+providers to consider the 
aspirations of family members in the development of programs and 
transition services for this population. 
Blaming the autism: Older parents' perceptions of their adult 
sons and daughters with autism 
M. Hines (mhin022B@usyd.edu.au)*, S. Balandln & L Togher 
*Universiry of Sydney, Sydney, Australia 
Aim: To explore older parents' perceptions of their adult sons and 
daughter!> with autism. Method: In-depth interviews were conducted 
with sixteen older parents aged 6o years and older of thirteen adults 
with autism. A narrative approach was used to analyse interviews, with 
themes and phenomena described by participants compared and con-
trasted across the group. Results: When talking about their offspring, 
parents frequently described the sort of person they believe their son 
or daughter would have been if they did not have autism. Parents 
often attributed intelligence, a sense of humour, and a social personal-
ity to their son or daughter, which is blocked by autism. Conclusion: 
For caregivers whose sons and daughters were diagnosed at a time 
when parents, specifically mothers, were blamed for the cause of their 
son or daughter's autistic symptoms, such narratives may act to 
release parents from blame. Yet, ascribing to this model may have 
other consequences, including fostering unrealistic perceptions and 
expectations of their son or daughter. Further, it may place undue 
onus on parents to regulate their ov.n lives in order to enable the real-
ization of their ideal son or daughter. Implications for service and 
policy development are presented. 
Families and Parents \Vith ID 
Symposium: Family carer needs in dual diagnosis and/or autism 
Experiences of family carers of people with 10 and a mental 
health condition 
M. Gibbs, H. Priest (h.m.priest@staffs.ac.uk)* & S. Read 
*Staffordshire University, Stoke on Trent_, ST4 2DE, UK 
Aims: There is considerable evidence surrounding the effects of intel-
lectual disability (ID) and the burden of care on the family. Equally, 
there is strong evidence identifYing the negative effects of caring for 
a person with a mental health problem on families, such as anger, 
embarrassment, guilt, and exhaustion. It can be assumed that where 
both problems co-exist, stress and other negative effects within the 
family will be considerable. However, there is little research exploring 
the impact of the duality of ID and mental illness in the family 
context. This paper describes an exploratory pilot study designed to 
access the unique experiences of family carers of a family member 
with ID and a mental health problem. Method: Interviews were con-
ducted with family carers of four people with ID and a diagnosed 
mental health condition. Interpretive Phenomenological Analysis (IPA) 
was used to facilitate research participants describing and making 
sense of their experiences. Simultaneously, the researcher aimed to 
make sense of the participants' perceptions of this world. Results and 
conclusions: Interview themes included benefits! effects of caring, ser-
vices, current/future concerns, and coping. Despite a small sample, 
this method allowed a meaningful and powerful insight into the 
unique challenges and opportunities experienced by these carers. 
Family caregivers of adults with dual diagnosis: Unmet need and 
emergency service utilization 
J.A. Weiss (Jonathan_weiss@camh.net)* & Y. Lunsky 
*Cmtrc for Addiction & Mmtal Health_, Toronto Canada M6J 1H4 
Alm: Family caregivers play an important role in supporting adults 
with intellectual disabilities and mental health needs (i.e., dual diagno-
sis). The purpose of this study is to understand the types of supports 
needed by caregivers of adults with dual diagnosis and examine 
whether a lack of supports leads to emergency service use. Method: 
Family caregivers of adults with dual diagnosis who experience psychi-
atric crises, with or without emergency room involvement, will be 
inten;ewed using an adapted version of the Need for Help Question-
naire {Douma, Dekker, & Koot, 2006), Results: We will present 
results outlining caregivers' needs and their adult children's involve-
ment with emergency psychiatric services. It is expected that emer-
gency service utilization will be related to a lack of supports and 
greater caregiver need. Conclusions: Input from caregivers can help 
identifY deficiencies in the system that lead them to use emergency 
services, and help tailor the services to meet their needs. 
The impact of children with autism on the family system in 
Negara Brunei Darussalam 
K. Tait (kathleen.tait@une.edu.au)* 
*Schovl of Educarion, Uuivasiry of New England Armidule blSW, 
Australia 
Ahns: Public education for children with ID in Negara Brunei Darus-
salam (NBD) is evolving fr0m no education to limited education in 
public schools. Thus, Bruneian parents of children with autism have to 
turn to private service delivery systems to access supports designated 
to help adapt to the challenges of having a child with autism. This 
study examined Bruneian parents' own perceptions of needs. Method: 
30 families with children with autism aged between o-15 years access 
services from the only agency which offers services to child~n with 
autism in NBD. All 30 sets of parents where recruited to complete the 
Impact on Family Scale (IFS; Stein & Reissman, 1980). Parent per-
ception of intensity of stress in different life areas were examined as a 
function of salient medical, social and demographic factors associated 
with the child's disability. Results: Bruneian parents reported a high 
degree of stress in caring for their child with autism, most notably in 
financial impact and social starus. The innovative aspect of this project 
is using existing instruments with a different culture. Conclusion: 
Despite the acknowledged importance of the family in this traditional 
Islamic community, relatively little is known about the functioning of 
Bruneian families with children with autism. The evolution of educa-
tional opportunities for people with disabilities is a civil rights issue. It 
is hoped that the results of this study Thill raise awareness for the need 
of further social, health and educational services for Bruneian families 
who are currently trying to adjust their parenting skills to cater for a 
family member with autism. 
© 2008 The Authors. Journal Compilation © 2008 Blackwell Publishing Ltd 
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MEASURING RECOVERY; CAN WE TRACK THE JOURNEY? 
N. Hancock\ A. Bundy1, G. Wagborn1 
'Occupational Therapy, The University of Sydney, Summer Hill, NSW, Australia 
2 The Queensland Centre for Mental Health Research, University of Queensland, Brisbane, QLD, Australia 
Introduction: Mental health recovery happens. Contrary to earlier pessimistic prognoses for psychotic disorders, personal testimony 
and empirical research give evidence to the fact that recover; happens. More elusive however, is a commonly agreed upon definition, 
and consequently method of measuring recovery. In a global move towards more systematically measured outcomes for mental 
health service delivery, recovery-orientated outcomes remain at best difficult to measure, at worse a phenomena and process so 
unique to the individual that measurement is meaningless. The Recovery Assessment Scale (RAS) aims to measure recovery. Whilst 
psychometric testing for this instrument is still in its infancy, results are stronger and more comprehensive than comparable 
measures. 
Aim: One of the aims of this study was to explore the usability of the RAS with an Australian population with mental illness, living 
in the community and attending a psychosocial rehabilitation program. 
Method: The RAS is a 41 item, Likert scale (I =strongly disagree; 5 =strongly agree) self report questionnaire. All 78 participants 
attend Pioneer Clubhouse and have a psychiatric dtagnosis. Questionnaires were administered by interview. 
Preliminary Findings: The RAS appear to effectively measure those participants who have travelled less distance along their recovery 
journey. However there were 45% of our sample who were not adequately tested by this measure due to a ceiling effect. Items 
relating to relationships and connectedness with others and having a goal and success orientation were the 'easiest'. Those items 
relating to coping with continuing or potential future symptoms were the most 'difficult'. 
Discussion and Conclusions: Preliminary findings suggest that there is a need to explore with those consumers with high recovery 
scores what remains to be achieved on their recovery journey. It appears that additional ' harder' items are required if this tool is to 
effectively measure recovery outcomes for consumers further along their pathway. 
~05 
"UNDER THE AUTISM": COPING WITH AN ADULT SON OR DAUGHTER WITH AUTISM 
M. Hines\ S. 8alandin2, L. Togher1 
'Discipline of Speech Pathology, University of Sydney, Lidcombe, NSW, Australia 
2University College, Molde, Norway 
Introduction: Autism is a particularly stressful disability for families, requiring major adjustments in order to accommodate the 
specific needs of the person with autism. Yet, rather than focusing on the demands of caregiving, researchers are increasingly paying 
attention to how caregivers cope with the challenges they face (Nolan, Grant, & Keady, 1996). One way to investigate how parents 
make sense of their son or daughter's disability is to explore their explanations of autism. 
Method: In-depth interviews were conducted with sixteen parents, aged 60 years and over, who have an adult son or daughter with 
autism. Narrative analysis (Riessman, 1993) was used to interpret interviews, with themes compared and contrasted. This provided 
insight into how older parents perceive their adult sons and daughters with autism. 
Results: When describing their offspring, parents frequently described the sort of person they believe their son or daughter would 
have been if they did not have autism. Parents often attributed intelligence, a sense of humour, and a social personality to their son or 
daughter, which is "buried" by autism. 
Conclusion: Focusing on the person "under the autism" may assist parents to maintain positive attitudes towards their offspring, 
particularly if their son or daughter displays challenging behaviours. Further, for caregivers whose sons and daughters were 
diagnosed at a time when parents, specifically mothers, were blamed for the cause of their offspring's symptoms, such narratives may 
act to release parents from blame. Yet, ascribing to this model may foster unrealistic perceptions of their son or daughter, and 
reinforce the idea that autism is irremediable. In addition, it may place undue onus on parents to regulate their own lives to enable the 
realisation of their ideal son or daughter. 
References: 
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